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N^Sbnal Center for Health Services Research 
Researcji Proceedings Series , 

The Resemh Proceedings Seriss is puC^hed by the 
National Center for Health Services Research 
<NCHSR>-to extend the availability jof new re- 
search, announced at conferences, symposia aqd 
seminars sponsored or sujpported^jy J^CHSR. In 
addition to publishing the papers given at key 
meetings, this series includes discussions of re- 
sponses whenever pbssible. The series is intended 
' to help meet the informa^on needs of health ser\'- 
i^s providers and others who require direct access 
tS^oncepls arfiH ideas 'ev<51\ing from the exchange 
of research results. t ' > . 



Abstract 

Consumer self-care in health is^ a growing move- 
ment wherein*lay persons increasingly'fqnction for 
themselves to prevent, detect, and treat health 
problem^ and promote good health in a manner 
wMch sdfpplements or subsututes for professional 
services. The movement can be traced to social and* 
health legislation of the 1960s, changes in nursing 
theory, and growth of self-help groups (also, 
the more recent Feminist movement, as weirb^ the 
growth of women's centew and feminist tScrapy- 
CTlIecdves ha^e been irffluential -to the populariza- 
don of selfnrare in health). The conferees have 
recommended a broad range of new researtJi on 

- the toi^€s of a survey of Consumer and health care 
prc^fider attitudes aixd practices regarding more 

2><x>nsumer irivoly^ment in the health care process; 
and the demonstration of new self-care theory and 
thc^e^uadon of existing self-care programs and 
theory in terms jd( costs, efficiency, and satisfac- 
''don- The cpnferees also discussed ethical ^ues 
reffardingj-esearch risks, the quaTity of sell^PP. 
and "at-riik** populations. Appended are four pa- 
pers describing cxi^ng programs, the history and 
}ogkC of the movement, and inferences con^ming 
the consuincr*s desire for incrrased self-care* 
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Foreword 



The conference y>as organized hy John D. GaUtc- 
chk>, -Research Ps)cholugisi uf che NXHSR Divi- 
sion of Health Service^ Research ^nd Anal>sis, 
Viho also prepared this r.epon. Harvey Duhn Rush- 
ing of the Division provided adminisi^aiive sup* 
port to the conference. Qforge A. Silver, M.D., of 
the Yale Universiiv School of Medicine. >vas^ihe 
Conference Chairman. GruufJ Leaders' nere JerT> 
Weston. Sc,D.>and Hoben M- Thorrier, Ph.D., of 
NCHSR. RappoHeurs nere Kathleen Uug, Ph.D., 
and.James R. UUom, N'CHSR, Lee B, Sechresi, 
Ph.D-^ Florida State Universitv. and Eva J. Safbcr, 
M.D., Duke Lmversiiv Medical Center,. Prcsenia-" 
lions Here made by Dr. Silver* Gretchen V. Flem- 
ing and Ronald M, Andersen, Ph.D.,, both of The 
^University of Chicago, Lav^fente ^. Green, Ph.D., 
The Johns Hopkins Universiiv. and Lu^ell Leviri, 
Ed". D-, Yale Umversiiv. Elarlv cunccpiual planning 
svas continbuied by Sherman R. Williams. The 
Johps Hopkins »Univ^rsitv. * ^ 



The Natioiia/center for Health Services Research 
iNCHSR) has an iiinjU^ interest in the qtiallty of 
interaction between the ^tizen and the Nation"^^' 
health resources. R^earch on. innovative health 
care historically has focused on the profesdomd 
health care provider to the' exclusion of significant 
lay pardcipation in the 4)rocess of delivering caje. 
Any complete reviev\,of lhe'|)rocess fnusi necessar- 
ily include the consumer's jwle. The NCHSR re- 
search conference on self-^ar^. was convened to 
focnAilate the research issues inherent in the self- 
care movement, and to further understanding of 
the Nation's research needs regarding consumer ^ 
p^dpation in' the h^th care process. The at- 
tendees responded by posing incisive research 
*questions as v^ell as by addre^ing leading etiffcal 
issues involving the resf>onsibilities for high quality 
health care atui identifying the best interests of Ac 
consumer. Although the group" was not lafge, it 
provided representation for pfqhietns of nadona) 
•scope and the attendees offered a ivide-range di- 
versity of opinion, TTiis conference report is an 
effort to reflect those opiriioqs^ faithftiUy as 
p||siHe. , ^ 

* Gerald Rosenthal, PH.D. - 
Director 

National Center for Health Services Research 
August 1977 . * J 
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The National Center for Health Services 'Re- 
search (NCpSR) 'FegHlarly calk upon cdnsuiners, 
policymakers, health care providers,^ and members 
of the research community to engage in critical 
discussions of research needs and strategy. This 
document is ah NCHSil staff report pn ^search 
issues and recommendations of- a conference on 
the -glx)wing consumer self-cartf movement in 
^health. 

The conferees were faced with the task of isolat- 
ing research strategies needed to answer impor- 
tant questions about the efficacy of consumer 
^ self-care activities. Self-care is very much a social 
issue rather than a technology, and therefore does 
not lend itself easily to quantifiable research ap- 
proaches. Tliat sute of affairs is reflected in the 
report's emphasis on ethical issues, and in the gen- 
erality of its recQmmendations. tThe task is to 
apply objectivity, internal validity of cjesign, and 
generalizability to future research'activities on ihis 
issue. ' \ 

TTie beginnings of consumer self-care in health 
-may be traced to initiatives such as communitv ac-^ 
tion staned under the Ecpnomic Opportunity Act 
of 1964, and to consumer participation encour- 
aged by legislation establishing the Regional Medi- 
cal Programs in 19.65. The beginnings also may be 
traced to the development of changes In nursmg 
theory encoiiraging self-care, and the develo{>- 
ment and popularization of group dynamics and 
programs, utilizing behavior modification tech- 
niques addressed to such problems as weight loss 
and smoking.^ 

But other antecedents 5re. involved whFch are 
not related to legislation, group membership, or 
l^tient role. The popularity of the Kader move- 
ment*- the questioning of corporate motives and 
products, and revelations in Federal government 
are precipitathig a philosophy of consumer watch- 
fulness.and activation. Meet changes probably are 
occurring kmong middle income groups, who are 
growing aware of options within numerous proc-. 
esses that afTea them. • - 

Recent problems with inflation* and Energy 
supplies have fostered a growing attitude that con- 
sume!^ must now attempt to conserve a 'wide range 
'of resources to avert economic and physical de- 



struction, both on personal and national levels. 
The feeling has caused a. national uneasiness or 
concern regarding the Truxnageability of resources 
and inflationary processes. This concern can ex- 
tend to health attitudes and personal' health .man- 
agement, and ipay not be related to attitudes to- 
ward personal physicians and^the quality of care 
they deliver to the individual. 

During the month Qf July 1976, Bamesand No- 
ble, New York, noted record sales of publications 
of tlie do-it-yourself variety, and health topics 
were among the five best 5^11ers. Author- 
physicians such as Sehnert, Vickery ajid. Fries, and 
Samuels and Bennett have written consumer 
Health guides that ha^e been very well received by 
the public. Such sensitivity to the cojisumer sec- 
tor s neecb also is beginniRg to extend into medical 
education. For exam|?le, the U/iiversity of Califor- 
nia School of Medicine (San Fraricisco) has a 
graduate progratn in Health Psychology which 
aims to adapt th^ delivery of heaJth-care to con- - 
sumer/^eeds and capabilities. Also, a number of 
agerfaes in the U.S. Public Health Service are en- 
gaged in a cooperative program to develop a cur- 
riculum_of patient ^ducatibn skills addressed to 
physicians in primary care residencies, and espe- 
' cially family practices. Among other things, the 
program is interested in teaching physicians to as- 
sess patient competency to .perform medical tasks 
as well as to consider delegating certain tasks to 
the patient. ^ • ' * . 

Hn 1975, Staff of the National Center for 
Health Services Research met with a staff member 
of the Office of the Assistant Secreury for Pfan- 
rting and Evaluation/'Health to discuss the survey 
of a sample of self-care programs^ The Office of 
the Assisunt Secretary was already supporting a 
contract to survey health educatioa programs, and 
NCHSR suggested ptoviding additional resource's 
4 to increase the survey's attention to prografms 
which had a self-care orienution. 

The survey revealed programs that were charac- 
teristically new, lacked in-depth evaluations', and 
addressed a wide variety of health problems ^ 
• These programs were sponsored by university^n- 
ters for continuing education, cooperative c;xten- 
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sions, regional medicaS programs, heailK xxminte- 
dance' organizations', educational center? for^ 
categories of disease such as diabetes, free, stand- 
ing clinics* local health departments, mutual aid 
groups such ^s parents grou^ involved with the 
sudden infant death syndrome (SIDS), and the Os- 
tomy Snrieiy/ * * ^ ^ ,i 
Examples are as folIo\«t ' 

The course for the activated patient at 
Georgeiown'Universiiy teaches consumers to use 
the health system, understand/ preventive 
medicine, and pd^form self-care task^r such as 
th^ taking of blood pressure,- use of the stetho- 
scope, measuring body temperature, first ''aid. in- 
jection, and diagnosis. , • " 
• ^ " 

Tfie Columbia Medical Plar^ Throat Culture 
Program in Columbia, Marylaixi. teaches par- 
ents to obtain throat culiiires from their 
'^children. ' . - ' ' 

Tht Free-standing Healtl; Center in Boston 
provides a broad range of self-help edueaiion to 
women on topics such as self-examination "and 
gjTiecolog). * 

TTie Group Health Cooperative of Puget Sound 
addresses self-care of both diabetes and 
hypertension . * ' - 

The Regional Self-help Medical Care Training 
Projea {RMP at Salt Uake City, Utah) provides 
self-care educaiioj> to rural residents on a broad 
range of preventive practtces, simple medical 
procedures, and diagnoses. , 

The Resion-Georgeiown Medical Center offered 
a 10-\>eek course in 1975 to introduce partici- 
pants to lAedical decision *making through the 
, use of protocols for 65 common complaints. 

the University of Arizona's Cooperatiy,e Exten- 
sion SeiSice offers self-cafe education to rural 
residents, in order to reduce their "risk age" 
through behavior change. 

The following list of medical tasks perfor^ned by 
■consumers in these programs is limited, but many 
task^ .address a number of health "problems with 
' multiply effects. ^ 

L Diagnosis of common conditions 

2. Insulin injection 

3. Urine testing 

4. Breast self-examination 

5. Cervical self-examination 

6. First aid tasks 

7. The taking of blood pressure 

8. Obtaining throat cultures 
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9. Hyposensitization injections ^ 

10. Ear wax Irrigation ^ . • • . 

lU fedney dialysis 

12. IJhysical therapy for arthritis 

(N^oxe that the list includes onjy tasks that are 
nomrally performed by a health care prorider and 

* does jiot address many preventive and mainte- 

nangg- tasks, though Jhey too are*addressed in the 

sur\*eyed .programs).', ^ 

♦ /■ 
* 

The NCHSR Research^onference on Con- 
sumer Self-care in Health was held at the .DuUes 
Marriott Hotel, Hesion, Virginia, on.March 24t25, 
artd 26,^1976. The conference was chaired, by. 
George A. Silver, JVl.D,. Yale University School df 
Medicine. Although the gfroup was relatively small, 
this conference reportedlj: was the fii3t national 
level meeting on the topic.^ The conferees -were 
charged with addressing the neeii for research, the 
nature of such re^rch. and the outcomes that 
might be expected ftom^organized self-care 
activities. 

' Several papers were presentd€l early in the meet- 
ing (see Appendices): 

A. 'The 'Care* in Self-care,** George A. Silver, 
M.p-; Yaje University. 

B. ' "Self-care: An International Perspective," 

Lowell S. Levin, Ed.D.* Yale University. 

Cf "Health Beliefs of the U.S. Population: Impli- 
cations for Self-care," Greichen Voorhis Flem^ 
ing and Ronald Andersen, Ph.D., Th^ Univer- 
sity of Chicago. 

D. "Research and Demonstration Issues in Self- 
care. Measuring thf,^ Decline of Medicocen- 
trism/* Lawrence W. Green, Dr. P.H.. The 
Johns Hopkins University; Stanley H. Werlin 
and Helen H. Schatiffler. Arthur D. Littie, 
Inc., and Charl^ H. Avery, M.D., University 
of California^ 

After the papers, the meeting divided into two 
groups of approximately 15 persons each, for 
simultaneous discussion of the topics. During the 
last three hours of the conference, the members 
n^t in plenary sessjon to compare recomntenda-, 
tioos. The main purpose in dividing the grQup 
during the work sess^n was to redttce the niii]Ej* 

• fbers in a group, aid n^contiroUingdisGUssion,'and ' 

to facilitate individual participation. The ^groups 
\^ere moderated' by Robert Tl^omer, Ph.D*, and 
Jerry Weston, Sc.D., of NCHSR. . , 

The structure of the conference was a Vehicle 
for add;-essing the setf<are issue! and is^, not, re- 
flected in the format of this report. This document 
is an NCHSR staff report thkt'attcippts to sum- 
mari^the major themes discussed, and is not an 
official re port. of the cooferees. 

* In l975vSwftxeflu»d «»d«Copri)b*ira wtr^ti^ct of imetnitiotat aMctiafi. 



Deflnftlon 

Th^'process of defining consumer self-;care re- 
vealed that the attendees tended to, view the 
American consumer as one who was not receiving 
» enough information to attain a le\'el of health con- 
sistent with the Nation's cuhuraland technological 
capacity. Self-care was considered a potential re- 

^ source' for improving the general quality of life, 
biit not a process that should' be allowed to shift 
attention away from ah inefficient health services 
delivery s)'Stem or to shift blame for such inef- 
ficiencies frpm the health care provider totally to 
the consujDfter. 

A distinction was made between traditional 
health education and the self-care education 
model: self-care focuses on the acuve consumer 
and his interaction with the health care system. 

^ • while' tfaditional health education appears to be 
more professionally oriented. In the former. <on- 
' trol oC the nature of consumer interaction with the 
health care system and the progression of health 
care problems is more in the hands of thtr'con- 
^ ^raer. Also, self-care education, in its relatively 
brief history, has tended to use more non- 
'traditional educational methods that differ in con- 
tent and/or mode of delivery. It was stated that 
self-care education is more life-style oriented than 
content oriented. Aaually, traditional health edu- 
cation theorists might argue that the latter distinc- 
tion is minimal; certainly Irwin Rosenstock puts 
considerable emphasis on life style in his "Health 
Belief" model of health behavior. The traditional 
theorist might concede, though, that the success of 
a comprehensive program of consumer self-care 
(by whatever measures) is more dependent upon 
certain life-style variables than adherence to a re- 

■^^'^gimen^bTcafe^pres^^^^ sdircatrotr ' 

content. 

If the conferees showed general agreement in 
tone regarding the pK)sitive pK)tentiaI of self-care, 
ifecrc was a subtle polarity of ohe group regarding 
the locus of control of the self-care program. This 
revealed itself hs a slight disagreement over where 
the ulumate responsibility for health care activity 
r^«- with the consumer or with the health care 
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professional. Perhaps the question should be con- 
ceived as research to determine which control pro- 
*vides better motivation, more satisfaction an^ eHi- 
ciency. and better health. ^ / » , 

Primary care was considered to be a major target 
of self-cafre processes. But there was some dis- 
agreement as to whether primary care is ah area 
that the professional health care provider is wiUing 
to concede to self-care< One member said that the* 
profession may ndt want to give^ up any of its 
"turf," and a reply was tfiat primary care contains 
a large ^number of areas the profession is perfectly, 
willing to give up. Another participant stated that 
the profession can be expected to challenge those 
portions of the self-care movement that relate to 
specific tasks performed by consijpers — yet oth^r 
tasks can be predicted to be .turned over willingly 
to the movement. There followed some discussion 
about the real need to pblarize self-care activists 
and the medical profession: the fact is that most 
professionals prbbably provide some degree of 
self-care education /or their patients, and that re- 
search's approach to addressing self-care and the 
health profession should be to look at that end of 
the continuum, such as Dr. Donnell Euwiler ' in 
Minneapolis and those who are emphasizing the 
activated patient. It was further noted that at an 
international symposium on the role of the indi- 
vidual in primary health care (Copenfiagen, Au- 
gust 1975), a similar polarity existed. Proponents 
occupied positions on a spectrum ranging from 
the attitude that there were some health care ac- 
tivities the consumer niighx assume, to the more 
extreme Illichian* view tMNxonsumer activities 
have more or less sole legituhacy in the care 
procesi. 

. .... Jlie.graupJdJuUm.5J3y.^rfii^^ 

care prtKess should address jhe goal of enhancing 
the ability of lay pewonsHo itiake decisions regard- 
ing their health care and also to be^ble to recog- 
nize and exercise opuons of ckre. These^options 



> t>opf»dl D Luwikr. M.O.. Dubctr* Ueckaoe Ccmtti PedttinouC Louu 
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.should range frotn the use on the traditional medi- 
care model touactivijiies supplementing profes-, 
sional tare, as well as to activities that substitute 
for professional care. It was generally agreed that 
such <are should relate also to .those who are clo^e 
to the subject. 

W IMscussion also centeiled around distinctions be- 
*twecJn the concept, "self-care**, and the similarly 
popular concept of "self-help." There was concefn 
that the, former term does not adequately imply 
'•maturity," or people aiding one another, but 
rather emphasizes strictly personal health care. 
Another view was tha> the term self-help" was not 
quite adequ^e for the group's use, as it c4K^ie(J^ 
•connotations of organized cdnsumers, such as Al- 
coholics Anonymous, with common problems. In 
general, no real momentum was built up to drop 
the term. **self-care" in favor of "self-help." but it 
was agreed that the conferees would treat the two 
terms as very nearly identical. 

One of the first moves toward formulating an 
acceptable workmg definitiun was a proposal tu 
l2Cbel self-care as "the substitution of activities 
normally carri^ out by a physician." The grou^^ 
generally felt the definition should be consid- 
erably broader, vsith at leau.an implication 'of uew 
kinds of health ca^e provider/consumer interac- 
iiQns. But other dimensions alio deserved to be 
addressed by the definition. (a> the degree of ini- 
tiative on the part uf the consumer in recogni^^ing 
health care needs and taking action, (b) the degree 
of utilization of traditional^ medical services, (c) 
whether care is directed toward the self or ex- 
panded in scope tu include uthers, and (d)-the de- 
gree of adRerence to a medical njodel. It was pro- 
posed, that the deTinition address all health care 
consumers rathe^than limit itself to the patient. 
Implicit in this is trf?*need for self^care activities to 
address preventive care as well as the maintenance 
of chronic and episodic health problems. The lat- 
ter inclujdes crisis health problems. 

In characterizing the knowledge re^quired and 
the activities that the consumer might undertake, 
some interesting terminology api>eared^. The terms 
"substitutionary"., "supplementary", and "addi- 
uonal" addressed the position of self-care activities 
in relation to traditional health services delivery. 
Substitution hes at one end of the spectrum, with 
£he consumer sfibsiiiuiing his care for that of the 
professional's. Supplementation would lie some- 
where m the middle -of the spectrum, with the con- 
sumer providmg care that. is meant to be suppor- 
tive-^- ^^f^fwwal; <5atc-4fti. x-oruex&dl)^^ hJifiXC^ JL. 
consumer self-cai^e regimen is supplemented by a 
professional's care as needed). Note that 
suppfementary K^re implies the possibility of in- 
complex professional care, sp clesigned to ac- 
comodate lay input. At the far end of the spectrum 
hes that C3re provide<f/in addiuon to professional 
<^re- Such care camcs. implications of working in 
concert vnth professional care that h considered 



complete. It w^s recommended th^t the adopted 
definition contain an element of substhution, at 
" the least. . ' * 

put fofth, the definition is: 

^elf-'care and self-help are parts of a matrix m 
the healrfi car§ process whereby lay persons can ' 
actively function for themselves and/or others to' 
(1) prevent* detect, or treat disease, arid (2) . 
promote health so as to supplem^ent or substitute 
' for*other resources. 

The key elements of the definition are that self- ^ 
care deals with the vTell consumer and the sick pa-.^ . 
^tient, and that s«B-care may occupy a place in a' 
spectrum, from the consumer being co-i^psponsible 
for a treatment regimen to the provider^eing un-. 
involved in that regimei). * . 

Research Strategy ^ * . 

The research needs and methodologies that are 
indicated Tor self-care are not necessarily self- * 
evident. It Jias not been easy to evaluate the effects 
. of most forms of medical care, arKl the conferees 
expect that self-care will prove no e^ier. ^ 

The early implementation of a research pro- 
gram *is essential, as self-qare projects and mate- 
rials are being rapidly proliferated. It was sug- 
gested by the group that NCHSR support short- 
term research on the topic, as opposed to an em- 
phasis on longitudinal studies which feature rela- 
tively "fixed" independent variables. Since the 
self-care movement is relatively yaqng, there is a 
lack of e^'tablishecf theory and method, and short 
term research efforts may provide findings vyhich 
iam assist the movement to achieve a maximum ef- 
ficiency. The payoffs of longitudinal studies, on 
the other hand, could be expected -to 'he out- 
weighed by ihp time lost in generating frhdings. 
This suggested short-term agenda should address 
research Which contains an element of substitu- 
tion, the lay f>erson providing care whic^h is tradi- 
tionally supplied by professional medical person- 
nel. 

^t w,as*sUted that th^^ ultimate objective of a pro- 
gram of research should be to assess the effects of 
self-care activities upon consumer health and gen-" 
eral well-being. But it was suggested that research- 
ers uke k liberal approach to the nature of the ef-, * 
fects in question/Consumer satisfaction, consumer 
effectiveness or competen'oy in illness situations, 
and the containment of health care costs are 
examples qf outcome measures w^hich should be 
KK^y) J^XQIU: credence Chanees in knowledge of 
educational content should be desirable^ only ai$ in- 
termediate outcomes. 

Ho^iever, the group was divided on the recom- 
mended approach to supporting research objec- 
tives. The question was centered on whether to 
emphasize demonstration/project evaluation ef- 
forts' or baseline data and analysts on the current 
extent of self-csCrf pra(^tice in the United States. 



N, 

• Suggestions Were macle for demonSiraii6ns of ^ 
various models of self-care. These should. i>e esiab- 

♦ Kshed in settings such as: prepaid g^o^rp practices. 
famil]r. practices, miiltiple specially clinics, emer- 
gency ^ledlcal services Sellings, public schools. * 
youth service organisations such as ihe 4-H.,an<J a* 
limited number .of chrpnic care or long-ierm care 
settings. NCHSRjj;^ warned, lo be cauiious and 

^ selective in the early- progra*mming of demonstra- 
tions, since, for example, di^ea^-specific h^akh ' 
care education programs appear lo be more 
meihod6logica!iv advanced compared lo^ more , 
comprehensive programs, and NCHSk ma> be 
able to capitalize on knowledge gained in some of 
the categoricaF disease areas:' ' 

Many attendees stated that considerable ba^seline 
survey i^nformation is necessary beCord plausible 
models *can be developed whicl;i are worthy of 
dferaonstration. However, nofall conferees agreed 
that baseline ^un'ey efforts .should* postpone im- 
plementing demonstrations. A number of self-care 
education proponents believe ihev have isdlated 
efficacious treatments which need onJ\ to Se fullv 
, pwoven in the fi^d. But the conferees generallv 
agreed on the importance'of baseline studies Such 
information should be gathered as both an "intel- 
ligence network" of self-care projects and a na- 
tional social survev to document the extent of 
.self-care activities in the United States An exam- 
ple of [he need for such .baseline information \>as 
that new health care manpower needs an'd cpnfig-# 
' urations in self-care will remain undetermined 
until we first learn about the health behavior of 
the* population of the United States In gathering 
■ such data some considered it important to avoid 
.national samples because ihe\ might pose difficul- / 
•ties in relating the individual to the particular s\s- 
tem of medical care which he uses. Instead, 
community-based or Health Sv^tems Age'ncv » 
(HSA)-b^sed sanaples were considered preferable. 
Others voiced the /Opinion that a national sample 
could address inaividual svstems of care when 
properly drawn^^d stratified 

In .pusliing for resoluuon. the Chairman stated 
his understanding that the* group recbmmends 

, that NCHSR support demonstration^ciiviiies. al- 
t^hough mbre national survey data are necessar\. , 
The survey needs are probably the most critical . 
element of the two, but acceptable evaluation of 
existing program models requires a degree of 
denfionstration. It was agreed, thaf caution is indi- 

* cated in committing relatively large quantities 

survey findings caR support sound models^for 
demonstration. 

Children and the elderly were reconimend^d as 
populations that may be most in need of s61f-care 
education, or m)iy be able to show the most gams 
within a numSr of "outcome" piirameters. It was 
further suggested that research be carried out on 
*^ effects of introducing self-care coursework 

ERIC . 



iQtu public sl\\6p\ curricuiar especially m the lower 
grades. ' • . • ^ " . 

\i was suggested that a significant amount ©f 
,seJf-care research shuulc^ be' formulated to address 
the famiK unit and* the school s>stem in order to 
take advantage of what is currentK koOwn about 

* mores and human de\:elopment. The cony^nt of 
such self-care education was'preferc^d to be cdm^* 
prehensive in nature rather than gear^ to address 
categorical health problems. It.^^as suggested that 
such comprehensive self-care treatment could be 
measured against, for example, heafth, ser> ic^ 
utilization patterns and levels, hospitalization, ^s- 
abiliiv da>s. mortalii), and morbidiiv rates/ Pri- 
mary care in general was considered an excellent 
subject for research. 

The value of consumer education and evaluation 
activities carried out under categorical disease 

^programs was not discounted. Pioneering efforts 
For assigning consumers panicipative roles in the 
care process have co?ne from programs that. have 
addressed categories of dj^eases such as diabetes 
and kidnev disease: these program^ have often 
produced use^l evaluation me'ihods and findings 
as well. In discussing the valu^e of categorical dis- 
ease programs in contributing to a bodv of self^ 

' care research, it wa^s suggested that relative dif-, 
ficuliies of specific self-care tasks needed to be as- , 
sessed and that manv categorical programs alreadv 
have data on tasks co osum ^rs can and cannot ejfe-^. 
^rute safeh- Diabetes was a case in point; in the 
prpcess of self-injectioo of insulin, the diabetic has 
assumed a task normally carried out b>* a profes- 
sional. If an assessment of difficuliv could be car- 
xied out on a large number of similar tasks, then 
"candidate" tasks could be isolated for demonstra- 
tion m controlled sellings. ^ 

Finallv. a strong siraiegv recommendation v^as 

• that a portion ofself-care research should focus on 
the professional and the changed role -he mav as- 
sume in anv.new system of health containing self- 
care orientation. One wav of altering the profes- 
sionaPs-'set** in relating to the consumer/patient is^ 
to introduce curricjula earlv in the former's profes- 
sio/ial training that emphasizes aspects pf the 
patieni-professional relationship.* It is believed 
that such material is currerRlv presented in in.- 
adequate quantities and too late in the profession- 
al's training process to be effective. 

Research topics and particulars 

The J^55^erec5|^ r ec p mjm c n datjo ns^ h ?ri% < 
iish hvpothtses about the efficacy, of a defined set 
oT self-care activities an^d projects, and to demon- 
strate efficacv along economic, care qualiiv. and ai- 
titudinal pararticters. Demonstrations gf mcwtels of 
self-care programs mav be classified for example. 
b\ iheiD distance from the "medicocentric^^point. 
as described by Gteen (see appendix D). Design of 
these models should be based upon assessments 

io ■ ■ 
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ojf consumer and provide^: aifiiudes and.beha>iur 
'regarding self<are,^ . ' 

As part of .Messing Efficacy, it was suggested 
timt a'^rtion of self^^re research should aim lo 
deterxAtne the limits of consumer, competency in 
performing various medical pruc,edures." Ii was 
suggested that, such compeicncjvis a funciiun of 
"task diffidulty." Bui task difiicuhy is only one di- 
mension of the problem. The objective is lo^^fray - 
or gener^je a taxonomy of all tasks thai are amen- 
able lo seif'care, deiermine vvh^i populaiion 
groups show mosi sfticcess with specific tasks, and 
deiermine what condiiions are anfecedenis of suc- 
cess. It wa^ suggested that tasks could ihen be as- 
signed *'probabiliiies"'ihai ihey. mighi be succe5>s- 
finly performed by specific categories of consum- 
ers. Tasks could be assi^ied proBabiliiies ranging' 
in difficulty fr/om, for exarapie. care of the feet to 
tonoinetry. Once difficuliy levels are known, better 
prescription and a. degree of eliminating the 
middleman" can be achieved. 

According to the Tonferees, a survey effort is re- 
quired to generate an array of tasks, relate these 
usks to categories of cdnsu'meFs, and further iso- 
* late numerous conditions under which such usks 
are now being. cafried out by .Amencans. Three 
, categories of data* v*uu Id be tullected m suth a sur.-_ 
vey. (I) population characteristics such as income,* 
efhnicity, education level, access to services, ^nd 
the configuration of available services, k2) dau re- 
garding the sample'^ incidence of health problems, 
responses to those proWems, aVid self-care usks 
commonly undertaken, and i3> data on consumer 
attitudes, perceived needs, and acceptability of 
self-care activities. Such a survey should begin to 
reveal th^ current level of individual self-care . 
being cacned out by (>he population, as well as the 
potential for increasing that level. Essentially* it 
would be a large scale* descriptive study of con- 
sumer health behavior. It was generally agreed 
that the study could provide a dau base for Ex- 
perimental intervention. lAn issue that may not 
ha^e been ^adequately covered wa^ th^ determina- 
tion of the real efficacy of self-care behaviors to be 
surveyed, ^s compared to traditional pedical 
treatments. The "need ^or a clinical follow-up was 
briefly addressee), but not in depth. The relatmg 
of'difflculty levels to self-care usks would appar- 
ently require some type of validation procedure. 
Validating data could perhaps be collected either 
as part of the survey or dunng the process of car- 
rying out, experimental , interventions using the 
survey as a data base.) » 

As stated earlier in this repon, a number of con-^ 
ferees were concerned that a national sample 
would be unable to relate individuals to available 
systems of care, and chey therefore recommended 
that the survey" (or surveys) be regionally ot even 
community -basecl. Others felt that a national Aam* 
pie could be appropriate, when properly drawn 
and stratified. 
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Related to the cjonsun^tr^ behapvlor 'survey was a ■ 
rocommendiatibn'that NCHSR support an exten- 
sive survey of self-care projects,, both provider-* 
initiated and consumej-initialfed. The study^ by 
Lawrence Gredn prepared for Ithe Conference was . 
cited as an excellent example (appepdb; D), what is 
now neecied is a bKoadenjng of the scope of pro^^ 
ject4 to be addressed. 

It was .recommended that NCHSR^ collect dati( 
on th^ attitudes of physicians and pther health 
care prov^iders toward teaching* self-care, tetjh- 
niques to patients. The suP'ey ishould include 
gathering dajLa on provider behavior, i.e., what the * 
provider actually does about encouraging 
consumer-initiated treatment. 

Although the conferees agreed on the value of 
primary dau, it was recommended that NCHSR 
nov overlook dau already collected from other 
■^Atudies, under labels other than self-care. Fpr 
- example, Mai7 Ana Lewis of L^'CLA has closely 
studied childhood health and health behavior, 
, Charles E. Lewis is (he principat^invisstig^tor cff the 
^ NCHSRysnppor^ted Health Services Research Ce li- 
ter at UCLAi which studies problems related to the 
health and illness behavior of patient^nd c<jn^ 
sumers. Also, ^le National Institute of Mental 
Health has supported numerous studifs on coping 
behavior ''and conflict resoIutioR. Green and 
Becker have done a review of the nterature on the 
family approach to coifapliance with medical regi- 
men, reported in International Journal of^Health 
Educatwh,(\^75), Lois Pratt has authored 'several 
pieces on the family and health care,^nd a review 
^ of rescarch^entitled, "The Sigi>ificance of the Fam- 
ily in Medication," Journal of Compdratwe Family 
, Studies, 4 (Spi:ing 1973). But the conferees' em- 
phasis on reviews of literature was a qualified^one. 
One fnember suted that he would . .hate to see . 
the Center spend iheir money that way. A^y re- 
searcher worth, his salt, before he' does a secoodafy 
analysis, will do a review of the litpratiire. . the 
NCHSR might, however, execute a "small personal 
services contract" with someone who has a good 
overview of the literature on behavior ^and unat- 
tended illness. 

Examples of other potential sources of data 
were. The American Academy of Family Pi;actice, 
'the American Aca4erpy. of Pediatri<!s, tlie Group 
Health Association of America, t)ie American As- 
sociation 6f Community Colleges, and various 
Self -waling Workshops ip the SSn Francisco" Bay 
' area. . ' 

Adults whaare currendy involved in the health 
care system, such as enrollees in health mainte- 
nance organizations, -were considered; prime 
, targets for .research. Al^o, loc?i! health , depart' 
nients and social service settings were considered 
i^pojtant, to the extent that they.ha>e active ou^ . 
, reach ser>iceV In general, highly organized health 
caj^ settings and enrolled or otherwise spedficii* 
populations were recommended partly because of 



hypothesized benefit to the consumer *ancl pa^l> 

* because of tlie **cofitrolled enviponrnent** theV 
employ' The school ancl health, tare organiptivn. . 

"^^settipgs allow for conti*oUed introduction, -of .self- 
. care treaftnent.as \%ell as valid dieasurement of 
. outcorae variables such) as co'^i of care" qualitv of 
life, ancf consumer satisfaction. Further? there v*"sls 
► ^ *a general feeling that self-care could be piost use- 
ful v^'hen employed in concert vsiih organized 
health care deliver) systems. The measures uf s\s- • 
tern efficiency^ and the data thai health care ovr 
*ganizations'coHea would be useful tools in self- 
'care research, a§ the ultimate goals of Jie^lt^h tare 
orgatiizations should be nearlv the sanTe as^con- 
^umer self-care. , ^ • ' • ; ^ 

Rural residents and*th^ elc^erh. as special pc^u- 
l2aions/»Kere considered^/*f>iportii-m but remamed 
somiv%hat unspecified regardmg a research plan. 
The twc^groups m^riC* special caution <^s." I'n the 
case of rur^l experimentation, it was. generalU 
i agreed that self-care should not be looked upon b\^ 
policy makers as an eas> solution to the geograph- 
ical scarcity of sei^ices. In the case of the elderlv. 
, their vulilerable condition makes ii essential, that 

• adeqjuate options- for health care be available to 
Ithem.at alj times as pan of research" and demon- 
stration uridenaking. This is not.to_sa\. of course, 
that self-care inteijvontion should not attempted 
when no jAther options for care are possible ^ 



Other efhical^concerns were offered as a nrf^tter 
of record>a*^fd can probably be geReralized to 
. ^manv forms of socialVesrearCh — forms of, research 
^ 4n(\ ethical considerations uhich the Department 
uf ft€alth,*Education,:and Welfare has cfealrwith 
for years. ^ For example, it was sugges'jed that*" 
N'CySH support research designs which ran- 
domize subject assignment to treatment only after 
the siibjeCts* accepunce has been obtainecL Also, 
Fesearch risk-s shoulcf be considered. The risk/ 
benefit ratio of any research project should be 1.0 
*or less, and in cases where potential risks are un- 
* "mi^wp, subjects should be so informed. Informed 
consent procedures for such research, should con- 
tain an estimate of risk relative to conventional 
medical care. *^ 

Fihally. it was suggested that w^ not construct a. 
self-care svstem l.har leads to exploitatiion of 
women as practitioners of self-care. , 




Ethical cohslderationd 

Early in the conference, the attendeesftemojv 
strated'a serisitivit\ to risks that ma\ be irnolved-m 

* ^self-care research It was' stated repeatedh that 
self-care treatment must be used with caution m 
addressing the disadvantaged as subjects: the self- 
care«concept — as a research issue — mu^t be 
targeted not only to the disenfran<;his*ed, but 
should be addressed to the entire spectrum of con- 
sumers. It Was further suggested that mtttal re- 
search on the topic should not be carried out on 
people considered "expenmenial h\ virtue -of their 

* social condition." * • ^ 

The»vi^ was voiced thai self-care must not be 
looked upon as a "second best" form of medical 
care. b»t a proper s^nse of research objectivitv 
would dictate that it should be experlraentally 
triect among people' who have available r^ources 
'and option^. of medicarl care.^i e.. midd}i and 
upper intome groups, for example. These options 
should include more traditional forms of medical 
care. ' ' ^ ♦ 

In general, traditional -forms of medical c^re^ 
were not disparaged. It 'wis stated that self-care 
research should be conducted in the spirit *of as- 
suming that tbe current medical system delivers 
high quality care. It was also stated that the self- 
. car© movement cannot be used as a vehicle to ^hift 
blame to consumers for'problemS rn the traditional 
\> ''h cire delivery system. 

EMC* 
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^ Summary of r^commend^ions 



Recommendations for research are addressed lu 
the health services research arui. the behavioral re- 
^arch communities as well as to the National Cen- 
ter for Health Services Res,earth. In gener^al, j^e 
recommended research , involves studies concern- 
ing health ^are providers, copsiimers of health 
care, and the formulation and demonstration of 
self-care theory.- ^ , 



t. The pjararpeters 

Research is needed on self-care edlication that is 
predominantly comprehensive' in, nature, and ad- 
I dresses primary care medical tasks. An*emphasis 
I on sho'rt-term research is suggested. Such^search 
^houW contain, an element of substitution, (see 
definition", section). 

Dependent variables for such researcl^ shoiild go 
beyond niere Changes in' consumer knowledge, but 
should address changes in, for example,* consumer 
confidence anpl attitudes, health care utilization 
patterns, demonstrated health care skills, health 
care costs» hospitalization rates,. and morbidity and 



mor.tality rat^sl* For res^'eCrch supported by- 
,NCHSR, special emphasis shquld.^^^ pldced on' 
\alid research designs using objectivje data, reliable 
data-gathering instruments and methods^ and 
providing a hi^ ^flHSHlfe^?^' 




2. Cpnsuqer-oridlflRR^search 

* 1^ * • 

' (a) A n^tfonal; survey K>f consumers , IS recom- 
^niended. TTie surij^ey is intended to reveal the 
current state 'of the' population's health be- 
and attiuKles, and to aid in drawing 
about the types of self-care^ <asks 
to be und^pta^fi m demonstrations. The 
survey should, ac the least, cbftea data on (1) 
r population cliaracteristics, (2) the popula- 
tion's incidence of health problems and 
responses to those problems, and (3) 
^po*pulation's attitudes, perceived needs, ami 
gjeneral acceptability regardijpg self-car^ 
activities. ^ ^. 

(b) To supplement tlie national survey, a r^icSN 
,«of literature oacpnsumer health Behavior is 
recommended. Special ernphaSis shmild'be 



5^ Parameters, pf researc 

1^ Comprehensive educ^tiQnaJ content ** - \ ^^-i] 

2. Setf-care whk:h syb^Mtes for pnmary care , \, _ . * 

.3..Pependent trar«abies addressing, foi example. att*todes. UTnfiderice. consumer stuits, costs, efficiency of services, otiftzatfon pat- 
"X^ms, mortality, hospitalizatjon rates, and morbidrty . ^ < , ' 
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A. Provider attitudes 
and behavior survey 

Z. Self-care Vogram 
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3. St£idfes of health 
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Review 
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1. National Consumer 
Survey \ 
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^i^late s^*car^ 
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Ohose who:j^actl^) -^^ 

(Oetermino difficulty • 
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Targets of 

' Demonstrations & ^v^ation 
1. Ocgapized-tiealtb care 
' settings 

'2^1he family unit ^ 



3. Th$, agB6 thq^ needing 
long-term ctre ' T 

4. pural setting 

. 5. Youth being socialized (the 
school system) 

6. industrial setting , 



given lo^ finding^ on constuner "coping," by 
the National Institute, of MehtaJ, Health, and 
research on^'consumer behavfor/ from the' 
National Institutes of Health categorical dis- 
ease prograins. • . ^ 

'^3. Health care provider research 

7 (aj Baseline information' should be' collectied- 
, from existing programs of self-care. Also, 
provider attitudes toward self-care education 
and consumer initiative shoulcf be sur\*eyed, 
as well as the current stat^^^ f>rovider be- 
havior in ehcouraging.^d njstering con- 
* sumer initiative and self-care. 

^ {b) Based upon survey findings, literature re- 
view, and demonstration experience, rcr 
search on new he^lfh care manpower related 
to self-care programs will prob:ably be indi- 
cated, ^uch as manpower needs assessments, 
' training, and field demonstration'. ^ 

(c) There needs to be experimentation with new 
curricula for undergraduate students in the 
health professions. The curricnlff should ad- 
dress consumer/provider ir\teractlon. ^ 

4. Demonstrations - 

(a) Settings .for demonstrating self-care practice 
; o^ theory should include health maintenajice 

organizations i^d other prepaid grdup prat- 
^ tices, family practices, multiple specialty 
clinics, emergency medicaf services settings 
(in limitedxases), public schools, chronic care 
4nd long-term care settings, youth service or- 
.'gani'zatiohs,.and industry. * 

(b) Populations for research and demonstration 
should include youth, especially in the icbool 
5etting,'and the elderly^ Outcome variables 
for the latter should emphasize immediate 
improvement in the quality of life. 

(c) ,THe.. rural setting should be addressed 
throifgh demonstration, but not as'a solution 
to the scarcity of health care'^manpowenand 
services. The implementation, of experimen- 
tal self';^are projects should in no way di- 
minis^t^rrent efforts to reduce the scarcity 

^ of^^feradi^ional health care services.; • 
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Appendix^A 

VJhe Xare* in Self-Care" 
'.by George A* Silver,* M.D.* . 



Abstract*; Thb paper presents tbe view that in spite of alKthe discussion and debate surrounding the 
self-care issue, emphasis must still be placed un the "care" in self-care. There is a responsibility to tare, no 
matter what the difficulties. ^ ^ ' ' ^ 

A sunling comparison can be drav>n belween the pamperc'd position of the cJerg) in medieval times 4nd 
the position of the medical profession in recent times. Both were considered to be the elite, both the 
self-appointed hierarchies uf their time. Huwever, with the ad>arfcetnefit uf printing arid the abandonment 
uf Latin came those whu challenged the priv Jeges of the clergV. Similarl) today, public education and' the 
media have served to bnng medical knowledge to vast numbq^, and, now there have arisen 'those wljo 
challenge all ur part uf the existuig medital urder. Thev view medicine as a self-.perpetuating bureaucracy, 
once concerned wfth alleviating suffering, now a dehumanized mechanism. 

Thus, the self-care^ovement is nuw seen as the solution to the problems of the cufrent medical order. 
It is tl^ghi to be an econumii. remedy , a political remedy, and even a,^odai remedy. Perhaps it should not 
bc*viMed as a cure-all, but rather as a' social measure to increase current medical services. There is, 
therefore, a need for all the dimensions of self-cai'e to be fully investigated ih order for sefr-care to be a 
realizable goal. It needs to be completely researched, and its territory minutely mapped. 



Irt a brilliant essay on the role of medicine as an 
integral factor in the helping professions. Francis 
Peabody made the point that the "secret of the 
care of the patient was caring Cor the patient.'* 

We are living through very exciting, disturbing, 
'unnerving times in every aspect of our lives: social, 
political, psychologicaU and personal. The pr^s-^ 
sures and demands are such that the best- 
intentioned and most though tfufof us tend to be 
caught up in the wave of competing dogmas and 
equate belief with effect. In the intensity of that 
belief, we may lose sight of ouc responsibility to 
care. I would like thi^ meeting to hold to a stand- 
ard of subjective as well as objective concern: at- 
tention to the "care" as well as to the "self " It wilF 
be difficult. 

The subject we have come together to discuss, 
pondgr, and dissect ii*very much in the center of 
popuift- agiution, today. For^some iPis the key to 
cost control, for oftiers the key fo equitable dis- 
tribution or resources, and for some .a crusade. 
Self-care cutj across conflicting medical opinions 
and lay interest trends. 

Note the contrapuntal use of "medicalV and 
*iay'* in the last sentence. This generation may be 
the last one in which the terms "profesfsional" and 
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"lay" may i>e opposed. The historic nature of this 
development should not be overlooked, because in 
some.ways it.epitomizes the reasorls for calling this 
conference. \, * < 

It is interesting to note the parallels w itji the last 
years, of medieval scholarship, when clerical and 
lay were the opposing terms. The clergy had the 
education, sophistication, knowledge, prestige, 
and power. The clergy was the elite, second only to 
the nobility and royalty; ^nd in some places, sec- 
ond to none. The clergy was the beneficiary of ex- 
travagant largesse from the nobility and royalty. It 
was equally the Ijeneficiary of the pittances 
scraped together by an impoverished and oppress- 
ed underclass, ignorant and unlettered, who made 
up the inass sA mankind. A situation, one might 
add, not too different from that of many of the 
millions making up the mass of the third and 
fourth worlds today. 

We can* recall how powerfully privileged that 
upp6r class was in the persistence of the term,, 
"benefit of clergy/* If you could read and 'wrile, 
you needn't be tried in ordinary civil courts for 
certain crimes, but could lay claim 'to trial in 
ecclesiastical courts. In th^ civil courts, punish- 
ments, meted out included a hand chopped' off/ 
' ears cropped, an eye put out, branding, or most 
condign, to be hajqged, drawn and quartered. 



Ecclesiastical courts dealt more benignly wjtb of- 
fenders. You wer^ educated, a cleric, and \^oul<ibe 
dealt with in accord with your dignity and sia'tus, , 
hardly ever corporal punishmenV, perhaps a few 
extra layers or self-flagellation. " 

• Why jam I elaborating on this thejpe^Because 
medidne, as a profession; mecfical pr^crti^'e an 
occypation; medical care as a specially service — 
have come to be see^ asihe heifs ^f fhe medieval 
clergy; and the lay heirs in*an increasingly 
populist, consumerist' so^^eiy, a£e in revolt. The 
privileges and perquisites of the. dite are in- 
danger, true; but in, addftion, very much as in'the 
results of the protestant rebellion,- the Reforma- 
tion, attrlhesatiributes of the clerical elite vmII be 
eliminated aJ^g with the cjerg>.'^ 

In those times, it was printing that helped 
spread tbe message, that aad the growth of 
preaching in the popular tongues. Dropping i-atin 
gave everyone a claim to knowledge which was 
particularjy important becaus^e the protestant^ had^ 
dispensed with the priest as a special internriedian 
with Cod. Everyone his own priest! The clergv ^ 
was an unnecessary self-appointed hierarchy. 

The parallel is uncanny Public education^ TV 
and radio, the media-generallv have brought med- 
ical knowledge to people. IncreasingU* tor:^ infor* 
madon has been circulated on the fajucest^f the 
medical priesthood: mistakes, sure, but als()aheir 
remedies and positive statements' don't hold from 
"one year^ the next. And some of their ren^edies 
do* more liarm than good' Their ^^>ss humanity 

w has been revealed. Thcv aren't rh^\\ a hoLv. ^self- 
sacrificing, p^ient-minde^ order Thev re just like 
the rest of us; some greedv. some lazv.* some 
stupid, some incompetent, some evil— :3Jid some all 
of these. By ApolR:»! Thevlre not messe^ngers of the 
god^, just fellow human beings* 

So the new brotherhoodi^^f zealous mtdkal re- 

' formers is at work, carrying o;i as a-new genera- 
tion of Luthers. Calvms, Zwinglis, and Hu;se^. But 

• on a medical substrate. It is clear. that dtKt^^rs. rhc 
medical profession, have deliberately mystiQed*^ 
people, hiding the simple knowledge of dragnusis 
and therapy behind screens of arcane iahguage 
and sophisticated flummery. It's time to return to 
plain tali^^Not only that, it's time to get rid of the 
professional cheats altogether and take over rc- 

^ 3pOnslbilities ourselves. The most opprjessed — 
slaves and serfs in the medieval times, blacks and 
women today-^lead ifr the destruction of ;he old 
oiid'er, cha'IFenging the medical professional domi 
nance. This ministry doesn't require 12\^r% <^f 
intense application to only marginally relevant 
topics — a few weeks or months will do. immer^on^' 
in a mystique is self-defeating, take care oT matters 
yourself. • ' 

Some of the clergy join in the unmasking. Igng 
uncomfortable with the elaborate rituals of cop- 
^* leni and separation from their patients. They 

ERIC 



want <o bring things. together. Needless to say, 
they .aren't>ttlways 4^ckumed in the ranks of the 
heretics. In, a revolutionary sitbation, all the old 
order 'must gu! As m the French Revolution, ^hen 
-Lavoisier was executed because as a ^^ealihy^land- 
owner he wk^.a sinner against the people, this rev- 
olution also has no*n^ed of scientists. So that's one 
scenario for development of a self-care program. 
^ Medicine is nine-tenths a professionally per- 
[Jetuated mystery, self-aggrandizement of a sect, a 
burea^ccracy like most bureaucracies interested 
primarily in its survival, not the welfare of its 
clientele. It^ ori^nal goal mav have been to help 
suffering hum^anity, todav its goal is self- 
preservation and that at an increasingly luxurious 
level.. In the logical conclusion to this analogy, I 
would have to see not only the death of the clergy 
but atheism and the death of God. In our times, 
that v^'ould mean that sickness and suffering would 
cease to have anv social ministration. People would 
fend for themselves^ We won't go that far. 

The self-care thesis af its most extravagantly . ^ 
militant preaches total divorce from professional 
considerations, disestablishment of the. medical 
church, and elimination of any traditional medical 
pai^ticipation in patient care. No matter how smalt' 
a constituencv this extreme position may h^ve, it is 
important to keep it in mind, for a number of 
reasons 

In the first place, while it \s true that the ovef- 
whelming majority of the self-care" enthusiasts 
are moderates, like all of us here, with an appro- 
priate perspective, who see this a necessary and 
logical step to the improvement of medical care 
Qverall. not evervoi^e is interested m that end. 
S^me see it as an economic remedy — cost sparing, 
others as a political remedv^ — a substitute for an 
. expensive national heafth service, and still others 
as a social remedv — status fevelling through 
manpt>wer redistribution. These are unstable al- ,^ 
liances. since the confederates hope to attain 
mmifelU exclusive gcrajs. With the extreme anti- 
professionals as a leadership, cadre, the health of 
the people m*ust suffer. 

That was my chief "reas^jn for initiating this dis- 
cussion from an historical pe'rspective. I see the 
need for self-care as a social measure to augment 
effective medical services. After all, I am a phvsi- 
jcian with experience in medical practice and in 
medical care organization. 1 see a need for more 
and bettes knowledg^e' o/^'the workings of the 
human body to be more widely disseminated, of 
the need for the nature of disease, its manife^ta* 
tions- aijdTts prevention, for health promotion ac- 
tivities and simple treatment to be more widely 
known. This knowledge is n^ecessary for everyone, 
not just to save moni?y by a%oiding too many ex- 
pensive contacts with costly professionals, overus- 
ing ipachinery and equipment. Not just to avoid 
producing added professionals to serve in^under- 
s^rvejl isolafed and unpleasant places, or to take 
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care of people with whom the prof^ionals are 
culturally incompatible* ffor is it that if people get 
to know these things you won*t need a raiedical es- 
tablishment a{ an. That knowledge is^necessar)- so 
that people can make intelligent choices, because 
knowledge is the key to freedom of action. What 
democracy is in the political arena, that's what in- 
f<^rmed. consent* is kt the medical arena. 
• In e^ence, we ar^ here because the NCHSR 
wants to know what the interfaces are' between 
self-care and medicine: whki needs to be studied' 
and investigated in the professional field that will* 
make{self-care a realizable goal. We're looking for 
res^aischable questions,, not polemical ones. We 
need to establish the boundaries, map the terrain, 
detjCrmine th? relations between social knowledge 
and medical knowledge: the channels from profes- 
sional to lay understanding: ihe^congruence of 
biomedical and biosocial research; the methodol- 
ogy ^f learrting and the rteChodolog)' of teaching 
these things. . *- * 

There is much to learn about iht dimensions of 
self-care. Tnie^ there are already pioneers who 
have written dramatically of the possibilities. The 
pioneers have made their reconnaissanoe: where 
shall the next reconnoifering la^e placer Is there a ' 
time now. and a place for pilot programs? Future 
planning? 

My own. motto in life has been drawn from 
Leonhard Euler, the German fnaihematician who 
said, "Inveti and proceed." Or vou may pr^efer 
m^'id Riesman*s formulation, ybpok aralF the 
statements which seem true and question them." 
Either will serve for our deliberations. ' 



jf^pendixB 

*^SeU^Sw:erAn ln^n:t9Sym^ Perspective*' 
by Lowell S, Levin * 



Abstract*: Two intemarional meetings held in l575 have focused attention on the $elf-care movement^ 
and coricepL The first was held in Swiuerland in Majoh, and'featured some of the theories<)f Ivan Illich, 
induing his thesis on qiediane as an institution of social control. Discussion also centered on the limits of 
medicine, and a reexamination of the role jjf medicine within the framework of the total sodal resource in 
health was encouraged. This was accomplishjsd by focusig^on the concept of limitatioQ' with the pipfes- 

siond healtlf resource. ' ^ ' * ' u i r 

The second, held in Copenhagen five months later, was the first international symposium on the role of 
the mdividual m primary health care. The goals of this meeting were to explore the lay rewJurc^ in pri- 
mary care, to clarify assumptions of role and function, to dran attention to relevant issues surroundinjg the 
self-care movement, and to identify areas where research is heeded. , • • 

The discussions that evolved as a result of this second meeting were divided into thre^ main categories 
In tlie first. "Self-care: WTiat is all the shouting about?" the question v%-as reviewed of why self-care had 
emerged both as a concept and as a movement. Many contributing faaors were discussed, but nq satbfac- 
tory explaftarion found. Also, much variety in the level and expression of the self-cai^ movement was 
reflected m the countnes represented at this'^meeting? In the s^nd, "Issues Jlelating to Self-care' its 
present and potenual." the various issues and questions that have arisen with the emergence of the^self- 
c?r? movement were discussed. These issues covered seven different areas: philosophical-poUtJcal^ 
prof^'ional-lay relationships, econom^c-organ!^atu^nal-adminsit^auve, ethical, legal, quality assurance and 
cost-effecuveness, ^nd policy and procedural i^s. In the third and final cat^ory, **Research NeecK m 
Self-care," data available on self-care >^ere ^shovm to be lacking. This led to the suggestion that research be 
concentrated and conducted in liie following areas, historical-social studies^^nical implications of self- 
care, economic-administrative, and educational research.' , — - 

data denying the pdtentiaJ of self-care:as a 
purpose-built alternative to professional medical 
care. In other words, partipipants who felt they, 
were witness to a crime against logic were unable 
to muster l&uch more than personal disbelief and 
discomfort to back theit claim of g^bsurdity On the • 
other hand, proponents of the reductionist theory 
could refer to McKeown'5 analysis of British data 
nhich show very late and rather modest contribu- ^ 
tions of medickl intervention in' the control of 
m%py of the irifectious diseases of'the last several 
centuries. Further, they^could produce jome star- 
tling data which, in fact, de^nonstrate ^ already 
impressive contribution of self-care and at the 
*same time* some of the Mzards of professional 
medical care in terms: of clinical as well as social"' 
iatrogenisis. 

The contribution of th^ Swiss conference on thb 
limits of medicine, it seems to me, was thaf it fo- 
cused sharply on the concept of limitation in the 
effectiveness and- appropriateness of the profes- ^ 
sional health r^urcc* In effait, the result was to 
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Two international meetings relevant to self-care 
were, held Ml Europe m 1975. The fim, entitled 
"The Limits of Medidne"^cj[k place in Switzer^ 
land in March,- 1975, and ^^ured the conceptual 
shock waves of Ivan Illich- whose thesis concerning 
, medicine as an instittltion of social control needs 
no restetement for this group. Illich's reductionist 
views fed <Jne participant to ask the obvious ques-. 
rion: **If the profession of medicine is to be aban- 
doned or radically re^duced, who pr what shall Uke 
its place?" •*Self-care," Illich responded- People, 
can learn to take care of themselves anji their 
families. Some left Davos feeling traumatized, yu- 
lated, or '^took^ Ojhers sensed that the real sig- 
nificance of the Illich prescri^on and the debate 
it promulgaticd was its lack of a substantial rebuttal 
based on (I) dab>docurafenting the contribution of , 
medical care to the. health of society, and on (2) . 
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encourage a perspective on the role of medicine in 
the context of the total social resource in health, 
forcing a fresh examination of assumptions upon 
which the social charter of medicine rests. 

Five months after the conference, the Joint Cen- 
ter for Studies of Health Programs (UCLA- 
University of Copenhagen) convened the first 
international symposium on the role of the indi 
v^dual in primary health care. Twenty -nine schol- 
ars from four European countries, Israel, and the 
United States, met in Copenhagen for, a week to 
explore the lay resource in primary care, clarify 
asstmiptions of role and function, draw attention 
to relevant technical, logistical, ecynomic and so- 
cj^ issues, and identify priority re^arch needsi. 

Participants included administrators, health 
practitioners, and behavioral scientists. The meet- 
ing was {jrepared for and organized in such a way 
asj to reduce conceptual and semantic confusion as 
m^xch as possible and to facihute interdisciplinary 
communication. But there was no doubt that the 
ossue of lay initiatives in primary care drew out 
strong personal and professional values which did 
not always make consensus possible. Nevertheless, . 
the issues were sharply etched as were require- 
ments for research on self-care. It is my intention . 
now to give you som^ feeling for the subsun^e of ^ 
. these discussions in highly, summarized form. 

Seff-care: what is all the -shouting about? 

The question of why self-care has emerged as^ a 
subject of special interest at this time dominated a 
good portion of early discussions and, indeed, was 
never satisfactorily answered. There appeared to 
* be for some the nagging concern Jihat self-care was 
being' promulgated ^)y a relatively small but stri- 
dent minority of groups and individuals who were 

. seeking redress for grievances sustained at the 

/ hands of the professional care system: or were in ^ 
some way deriied accc^ to ^equate professional 

"^re; or were attempting a' challenge to the social 
control^of medicihe as pan of a more diffuse polit- 
ical strategy. Others believed that interest in self- 
care was a reflection of l^ger arjd more profound 
afeai'df social discontent with the quality of 4ife 
generally, e.g., loss of personal control, reaction 
against authority, antitechnology sentiment, etc. 
. It, was argued that, perhaps all of the ab6ve in 
various combinations and to varying degrees were 
present in the apparent rise in popylar interest in 

-self-c^e. But certainly, it. was noted, we must take 
into a^a>unt the shift in patterns of disease toward 
chronic illness ^ which, on practical logistical 
grounds, demand incr^ised patient participation 
in management and reqabilitation. 

InSKlequades in the health care system, particu- 
larly the matters of increased costs and maldis- 
tribution of pei^nal resources, may in fact be 
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more immediate causes of an apparent surge of 
interest in*self-care. Jndeed, some of the solutions 
to inequities in professional services could be con* 
sidered as contributing, unwittingly, to the demys- 
tification of the professional resource. Functional 
redistfib.upon of the physician's responsibilities, 
for example, could have made more apparent the 
availability of medical technology through rela* 
lively modest educational investments. Professor 
Maurice Badkett of the University of Nottingham 
suted his view that self-we was the logicaTexten- 
sioh of the medical auxiliary. And, of course, 
greater understanding on th^ role of life-style in 
disease prevention, v^iih its concomitant emphasis' 
on indivijiiual decision -making and intervention^ 
are kcfsidne concepts in'the construct^ of holistic 
and prospective medicine. 

It was^^ear that therje is a wide variation in both 
the level ^nd expression of the so-called self-care 
movemerit in the countries represented at the 
Copenhagen symposium. The United Stajtes, and 
to a eon^derably lesser extent, Britajn, appeared 
T less one €;pd of the continuum, with the 
yian countries at the opposite end. This 
uite naturally to speculation th^ interj^st,^ 
re as an accelerated resource may lie 
nked to the luture of the available health 
nization and medical economics than to 
s of disease patterns or demarid for more 
control over technology or authority. The 
apparent level of self-care practice extant was 
viewed as comparable among the six countries. In* 
deed, a recent study reported by Pederson of 
Denmark found that nearly 90 percent of all cases 
reported to a general pracytioner had been rel- 
evantiy self-treated prior to the medical contact- 
Fry reported on the Elliou-Binns ^tudy (1973) as 
showing "that $ome attempts at ^If-care and ad- 
vice from otHers had been carried out by mo^e ^ 
than 95 percent of patients coming -.tcr see him.** 
And on the basis of other British surveys. Fry con-^ 
eludes that only 20. percent of ail symptom experi- 
ences result in a medical cofitact. 

6ut it was clear that the fcatter of self-care as a 
concept, as a discrete component in the health care 
delivery system, as a focal interest in society and in 
the prof^ions* was, with the exception of Britain, 
at a relatively low order of percepuorK Indeed 
some of the European participants seemeil some* 
v^ hat indifferent (at least initially) to the Illioi pre- 
scription and rather surprised at the very lively 
interest th^h^American colleagues displaced jn 
self-care* However, when self-care was defined in 
terftis of its functional potential as suppl^entary, 
stibstitutionary, artdi additive to professional serv- 
ices, the European participants were certainly 
heara from! On the whole, they, appeared to 
1^ interested in the emotive issues surrounding 
self-care,' e.go self-care zi part of a consumer 
movemen^and ks a factxjr of deprofessiondizarion, 
dem^stif1cation»'and d^ejprendency control, and 



more Uitferesterd in the efficacy, of self-care in more 
classical terms of health^ outcomes. i 

trom the standpoint a European' perspective 
oaselt-care, I think the Copenhagen symposium 
offers a useful reference point for establishing a 
abroad agenda of issiles and* research challenges'" 
Mess parochially Reared to the U.S. experience. 
There is, howev^, good rj^^son to believe that the 
U^* and Britain ^will ver> Ukelvibe the source of ^ 
immediate international research initiatives in 
self-^e, given their present levels of popular and 
professional interests theoretical formulations, 
fragmentary but sugg^ve research, and alreadv 
on-the-ground demonstrations of purposeful seK- 
care education. There v»as dearfy an interest on 
the part of our European colleagues to cooperate 
' In international research ©n self-care and a plea 
that immediate and top priuritv be given to estab- 
lishing an ipiematiunal scheme for the tystributiun 
of self-care materials, conceptual, research, and 
demonstration. The Join) Center for Studies of 
Health Programs (Copenhagen; has agreed to 
undertake this responsibility. John Williamson at 
Guys Hospital School of Medicine (London) has 
since suggested a taxonomy and classification fur- 
mat for ilse by thew Joint Center to ensure im- 
proved communication across cultures- A draft of 
the classification svstem apparendv is no^j hcing 
circulated for review and cc^mment. 

I do r^ot v^ant to leave this discussion of Eurof)e's 
* interest in self-care without emphasizing that there 
are at least three, academic centers^^f health, care 
research >%hich )iave expressed strcWig interest in 
self-car^vThe University Copenhagen Institute 
of Social Medicine (Joint Center). The Universitv 
of Nottingham, Department of Confmunitv 
Medicine)^ and Guy's Hospital Medical School, 
Department of General Practice. In addition, there 
, is at least one informed group of scholars and 
medical practitioners in Britain that has looked 
thoughtfully at self-care practice and potential 
(chaired by Dr. John Fry. a general'practitioner 
and member of the British Medical Council).^ And 
more recently, I understand that Professor Mar- 
garet Stacey's group at Essex also is undenakmg 
work on seif-care. The point is that there are es- 
tablished anchor points irf Europ)e for cooperativ'e 
international research. 



Issues relating to self^^are: 
it5 present arid potential 

It IS difficult to present the issues raised in anv- 
thmg more than a cursory manner. My hope is 
that I can transmit the range of these issues>and 
t^ie thrust of their underlying concerns. And al- 
though little concensis* was achieved, apd the in- 
fluence of the Amencan participants vvas jignifi- 

• capt, several issues received sustained and rather 

* universal interest They can be assembled in the 
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^ owing categories: 



(1) Philosophical-political issues. Recognizing 
the popular base of self-care, is it possible that jhe 
integrity of its contribution ma) be compromised 
through a ne>\ erstwhile partnership with the pro- 
fessional^secior? The threat of professional dorni- 
nance *is at issue here. Further, with increases in 
lay technical competence in primary medical care, 
o3|n one predict the emergence of a skill hierarch 
nhich could convert the lay. resource into a new* 
professional categon? N 

The acceleration of self-car^ competence among 
laypersons could result iry fundamental challenges 
to the perceived efficacy of the professional health 
care svstem thereby causing a weakening of public 
suppon for expansion or improvement of the sys- 
tem. Are we prepared to' accept this eventuality 
and acknov%ledge the potetJ|/(al social benefits? 

Will increased self-care cohipetence diminish or 
enhance public participation in concerted social ac^ 
tiun to achieve individual and community protec- 
uun? Can the concept of self-care be cast in terms 
sufficiently broad to include the political skills of 
consumerism without ^liticizirig self-care to the 
point of jeopardizing its universality? 

(2) Professional-lary relationship issues. Self 
care is a concept with deep roots in the popiilist 
values of self-control and self-determinism. Its de- 
velopment surely wilhresult in demystifying pro- 
fessional functions and may cause a "re-writing" of 
medicine's social charter. What are the implica- 
tions of this vf^ith regard to currently assumed **es- 

f sential" functions of medicine vts a lis legitimiza- 
tion of illness and the provision of patient suppon. 
(depe^dencv) though transfer of responsibility 
(faith in medicine's rfiystique)? 

Given that self-care is a civil right of laypersons 
wrth relatively /few (U jurif constf^nts; and given 
that there is a continuadbn of lay^,&iterest in ex- 
panding self-care; what are the criteria which 
might define the efTective limits of self -care and its 
corollary, the effective fimits of professional medi- 
cal care? 

A self^re competent population by definition 
vsould influence more than .the re -distribution of 
iay-prjofessional tecFm^! functio^.^ We can also 
anticipate lay impact on many previously unchal- 
lenged definitions of normal, tolerable, prevent- 
able, curable, and ethical. What are the possible 
implications for the medical education of the pub- 
lic and the public education of medicine? 

(3) Economic, organizational, administrative is- 
sues. One could theorize that a self-care compe- 
tent society would impact heavily on medical* 
economic monopolies. But it is alsoTeasonable to 
r«ai$e the issue of how the economic benefits would 
W re-distributed pr, indeed, contribute further 
e<;onomic benefit|,'|o certain components of the 
medical-industri^r complex, 

Self-care as it e^^is today is organized around 
traditional family and cultural-social values It is 
indigenous and very likely more acquired than 
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cognative. This has been the source of its integrit) 
and durability*. At the same time, family structure 
and patterns of social organization are in rapid 
flux. What are^the ijnplications of these trends fur 
self-care development? 

A key administrative issue v*as raised v,ith re- 
gard to incentives* to "bribe" the health and educa 
tional systems toward postures and programs mure 
responsive to self-care <fevelopment. There ma) 
well have to be leverage available to encourage 
promotion, of self-care practices-^ven the suspi- 
don that proof of better outcomes may nut be suf- 
ficient in and of itself. 

(4) EUiical issues* Man) of the ethical issues 
surrounding the concept of self-care are con- 
sequent to its primary effect, the sharing of power 

•through the redistribution of technical skills and 
the strengthening of la) initiatives in decision- 
making. The issues were expressed as concerns. 
What about damage? The doaors get awa) .with 
murder — but can the famil) ? What a^e the risks of 
false positives and false negatives? What are the 
risRs of potentiation of medicines and what are the 
risks of unnecessary misery? (One device not avail- 
able in self-care is malpractice insurance!) How 
much avoidable damage is society prepared to 
trade ofL against the health, social, and economic 
benefits of s5elf-care? * ^ 

Then there was the concern for* "imposing" 
self-care on societv as a whole. Perhaps there are 
those who prefer to remain passive^and depend- 
ent. Maybe self-care should be mure specificall) 
geared to high risk groups (including inappro- 
priate over- users of professional services).. 

On the other side of the coin is the question of 
induced paifent dependenc) and the ethics of de 
^yy^S patients th.e oppartunit'v for achfeving 
greater self-control. This includes the matter of 
the ethical obligation to infui::m patients of their 
diagnosis, treatment options, ^d prognosis and to 
j^b^e the medical record whhlhe patient as a civil 
right as well as a sound medical practice. What, in 
effect, are the justifiable grounds foi not maximiz 
ing patient self-contrql and how cad societv assure 
that their driteria of access to information are 
being applied? Is the level of patient self -care 
competence a factor in the control of clinical and, 
sodal iatrogenisis? * ^ ^ 

(5) Legal issues* Self-care is by and large unac- 
knowledged in the legal literature, Sututes cover 
th$ practice of medicine, surgery, nursing, den- 
tistry, pharmacy, etc., from the standpoint of the 
pefformance of,those acts for compensatTon, gain 
or reward, received or expected. This appeared to 
bejhe case for the countries* represented at the 
Copenhagen symposium. But there are, of course, 
a good number of de facte prohibitions which, al 
.though they do not possess the .fofce of law 
nevertheless may impact on the public's interest 
and willingness to undertake to learn and appi) 
certain procedures^ One can anticipate, howeveu 



the possibility of court test (as occurred in Califor- 
nia recend) re a woman charged with the media- 
nai application of Yogurt to« another woman). 
Those who engage in self -care education must be 
made cognizant of this potential, however margi- 
tnal it might be. The more immediate and substan- 
tial issue is the possibility of professionak assum- 
ing de june consuaints causing diem to limit their 
educational efforts with4aypersons to health pro- 
cedures* which do not cross over into areas of tradi- 
tional medical functions, » 
(6) Quality asst^rance^ and cost effectiveness. 
Self-car^ as it is now practiced is subject to empiri- 
cal testing, albeit the criteria of effect may not al- 
wa)*be in agreement with p^trfessional criteria. 
Views of the efficacy of self-care practices now rim 
the g^mut from charges of ^rampant empiricism," 
dangerous and ineffectual, to the view that they 
are overwhelming!) harmless, usually appropriate 
and, indeed, are what makes it fK>ssible to save any 
health care system from being swamped. The re- 
search of Poul Pederien of Denmark and Ann 
C^rtw right and John Fry of Britain suppon the 
latter view. Most of the illness most commonly 
experienced is self-limiting and rarejy life 
threatening. 

However, purposeful self-care education is pro- 
posed that goes considerably beyond the folk sys- 
tem and, as a consequence, has an pbligation to 
test the efficacy and safety of primary medical 
procedures to be self-administered, without pro- 
fessional supervision, and without an ^tablisbed, 
organizational framework for peer review and 
continuing education. I^ke other aspects of public 
education, once the skills are introduced they be- 
come, b) definition, t^j^{>ablic domain* Buj;^health 
care skills,. unlike reading skills, denlknd periodic 
review for validit), improvement through new 
technology, and for some procedures, frequent 
use to maintain the sJkiW. Also, situations change, 
thereby limiting the use of protocols and al- 
gorithms to those not requiring sophisticated 
s)mptoms analysis beyond the^capability of the 
self-care educated. A poiRt also, was emphasized by 
a Britbh investigator that, the evaluation of -self- 
care must t^ke into account psychological, sodaf, 
and philosophical variables which are unique out- 
comes of self-care (in contrast to professional med- 
ical care outcomes), , 

The (Copenhagen symposium did not go beyond 
raising the issue of quality control in self-care edu- 
cation. There were no solutions offered. On the 
other hand, several discu^nts took the view that 
we can at l^t make sure that the primary care 
techniques suggested for transfer to the lay do- 
main meet, in theiriselves, a standard of efficacy. |t 
was noted that many esublished primary care pro- 
cedures used by prof^ionals probably wotdd fail 
the test of efficacy regardUss of who applies them! 

Finally, several symposium participants agreed 
with the view that the issue of quality control and 



cost effectiveney in self-care^ should not be limited 
to clinical trials or outcomes studies, but shoqld in- 
clude large measures of effect in terms of social 
change, impact on the professional care system, 
and net economic 'effects. 

(7) Policy and procedural issues. Scholarly and 
professional attention to the potential of self-care 
is at a very early stage. Our Euorpean colleagtJes 
agreed t|iat the natural forces of social change and 
the re<^uirements of chronic disease management 
wiH most likely continue to, place self-care in a 
^strategic position. Purposeful development of 
self-care as a recognized component in "the care 
system will require policy makers, administrators, 
behavioral scientists, and medical practitioners to . 
re-think some of the basic assumptions upon which 
our present approach to health development rests. 
Conferences and seminar;^ on self-care are useful 
now to stimulate in^rest, but the crucial need in 
. the immediate future is. a data base, preferablv on 
an international scale. Secondly, v>e must make 
some decisions v^ith regard to research prionties, 
agaiawith technologies amendable to internalioftal 
comparisons. 

This will mean challenging national research 
policies m health care to shift a substantial propor- 
tion of their research and demonstration support 
away from the present nearlv exclusive emphasis 
on manipulations of the professional sector, e.g., 
'professional manpo\>er incentives, organizational 
refori^n, professional education, practice mod- 
alities, etc., to the lav Resource, e.g., determination 
of self-care con;ipete*icy levels, self-care needs as- 
sessments, development strategies, etc. No , one 
should underestimate thevdifficulties ot such a pol- 
icy shift, given the a\>esome professional con- 
sutua naes su ppo rting the present arrangement. 
Consumer grgupTlnTer^sie3^"''sHr<TrT4re'lf^ 
no match for the professional lobbv. 

Research needs In sett-care 
A. Preface. 

From the'o\itset of the Copenhagen discussions, 
it was clear that .there were relatively little data on 
. sclf-care practice, the needs it addresses or prob- 
lems It may cause, or the nature of its interaction 
with social, f>oHucal, technical, and organizational 
factors. All that could be established was that self- 
care was ubiguitous among cultures, that its spe- 
cific effects werQ unclear, and* that efforts to 
strengthen primary health care require that we ac- 
count for all components in the delivery system, 
including the contribution of the individual and 
family. It was agreed that studies of the lay re- 
spurce in primary care v%»^ an almost totally ne- 
glected area of research anU, rarely considered in 
health planning. 

A commitment to self-care rese^u^ch should en- 
sure that it is free of prejudgment'^^This caution 
O cied the Copenhagen participant* awareness 
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that self-care research and demonstration must 
address such sensitive issues as efficacv of existing 
primary care technology, substitMlionary potentials 
of self-care, la> skills in controlling the health 
transaction, and self-care implications for reduc- 
ing iatrogenic effects. 

A major block to self-care research — or a factor 
v>hi€h m^y effect its ultimate usefulness in 
planning— cc^ld be the lack of a theoretical 
framework. One appiroach to this may be to 
examine self-care within the classical categories of 
health maintenance behavior, illness behavior, sick 
role behavior (prior to contact with professional 
health care), sick role behavior (post medical care 
conuct>, rehabilitation behavior, and chronic care 
behavior. This could at least provide a descriptive 
display in which we could identify gaps and incon- 
gruities in theory and research relevant to self- 
care. Further, and perhaps most important, such 
an analysis may reveal assumptive biases which Ve- 
sult in failures to test the full implications of be- 
haviors in terms of positive benefits (examples. 
dela> and compliance). * 
' Before proceeding to specific research recom- 
mendations, one other issue raised in Copenhagen 
must be mentioned. U was believed by several at 
the symposium that self-care research should be 
approached on a broad front. What is needed is a 
researth ^rategy which re<;ognizes that the nature 
of self-care behavior demands. observations at sev^ 
eral levels involving case analyses, critical inci- 
dents, and self-qbservatior/aS well as survey re- 
search^and large {>opulation studies. 

Lay involvement in self-care research was given 
special attention. Self-carS, by definition, lies be- 
yond the purview of the professional component 
of the health care system. As such,^ self-care be- 
iiaviorf have notheen defingtfT'OKirftgdTTn" cniei la 
of efficacy determined.' Self-care practices exist for 
reasons and purposes assumed but not tested; the 
demand for 'modifications, or additions to self-care 
are not necessarily predictable on the basis of pro- 
fessional judgment of needs or appropriateness. 
Criteria of use, effectiveness, and demand may 
not, in effect, conform to usual professional 
calibrations — in all or ^ven most respects. It is 
necessary, therefore, to pursue a research strategy 
involving lay contributions to self-care theory 
buildirjg {including rationale and benefits), iden- 
tification of variables affecting.self-care practices, 
framing of "hypotheses, arid setting of outcome 
criteria^ 

B. Specific research recommendations 

/. Histj(frunl'SOCial studUs 

Description and specification of the present var- 
ieties of Self-care in their historical development, 
as well as in their specific current manifestations, 
is required as the first phaie in descriptive re- 
search. This would include the impact of cuhurc. 
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I>6Hucal and religious ideologies/ popuIaJi^ beliefs^ 
and attitudes on health in general and self*caf^ I 
health in particular. Historical and soda! perspec 
uy£s are likewise essential to an infurmed vievv 
currem manifesutions of self-care. 
, K related question of historical and social impur 
. tance is the role of the interest groups. Who is^ 
promoting self-care and y»hy} Is it a "social move 
ment**? TTiis would call for a broad cross- national 
study of social forces supporting and opposing the 
present thrusts toward self -care, a specification of 
their intensity and significance in political- social 
terms, their probable impacts upon health systems 
and professionals, points of conflict, etc. SCich.a 
^ study also^must seek to evaluate the contributions 
of political and economic factors, morbidity pat 
terns, and attitudinal factors (ami authurit) senti 
menis, etc*) t6 self-care. ^ 

2. Clinical implications of self-care 

These studies v^ould have to do with the issues 
of the efficacy and appropriateness of self-cire 
practices. We know something about the intensity 
of self-care, little about its quality. Funher. the in. 
troduction^of new self-care techniques can and 
should b^ subject to clinical trial as in the case of 
other health practice innovationsrrecognizing the 
special problems noted earlier. This still leaves 
open the issue of selecting new self-care options, 
i.e., the issue of appropriateness, what criteria 
would pertain and how are they to be arrived at. 
(Hopefully our discussions here will focus on this 
matter.) 

3. Economic, admimstrattve studies • 

Some si>ecific recommendations emerged. 

♦ What are the present costs of self-care, which 
^■^^l opi i larinn. gr aups J atear t he m ajuL^vJaldLJaacL, 

benefit ffom them? (input-output mod^l) 

♦ WKich areas and processes of self -care can be 
distinguished on the basis of outcomes in terms of 
health impacts, net costs and democratic values? 
(outcome" accounting matHces) 

_ ♦ What incentive devices can be designed 'to. 
support eff6rts to increase self-care activities 
judged effective and prudent? (policy exploration 
research) ^ ^ * . 

♦ is there a relationship between the charac- 
teristics df the primary health care delivery system 
and the level of involvement of the individual in 
self-^u-e? (in terms of payment system,' multiple 
versus single source system, fee-or-free basis, solo 
or team primary care, level of work load of prac- 
titioner, extent o^ professional autonomy, int^gra-, 
tion of social serriJie intd primary health care serv- 
ices. (These wouldXbe studies of behavior — not 
outcomes) ^'^ \ ^ 

4. Educatimal' research 

Self-cire education research and development 
was viewed by the symposium participants as .h^v- 
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ing two distinct thrusts. The first was work on test- 
.ing techniques of. disease- or situation-specific 
self-care interventions. These would include vari- 
ous devices to improve lay capability iii preventive 
procedures (monitoring), minor therapeutic inter- 
ventions (what to do until the doctor comes), and 
roLitihe maintenance skills (ihsulin taking). Here* 
itit design and testing of, protocols, algorithms, 
and patient instruction mat^riils.wotild be under- 
^ taken. A seconci thrust was that of designing, im- 
plementing, and evaluating Idng range, ^self -care 
education programs where objectives could in- 
clude ikiUs'in diagnosis and decisioa making and a 
variety of medical care intervention^^ including" 
" those that are frankly stibstitutionar^ xil profesc^ 
sional functions. This cotjd take ihe form of a se- ^ 
quential edtlcatiOnal program &>r schqohAildceit. ^ 
over a iO to 15^ year period with outcomes 6tP*^ 
served over an' additional 10 to 15 years. A lon- 
gitudinal design would allow testing a range xyf 
outcomes of special relevance to the concept of 
self-care, e.g., self-«re skill maintenance levels, 
.personal and social health decision-making be- 
havior, use of professional services, control of clin- 
ical and sodal iatrogenesis, and^medicauon be- 
havfbr, as examples. 

Finally, there is the imf>ortant matter of profes- 
sional education with regard to self-care. Unfortu- 
nately there was not sufFident opgortunity for the 
symposium participants to do much more than 
express their concern that education of health 
professionals must be undertaken (at an early 
stage) to let them understand their advisory role jn 
self-care. It might be interesting fo experiment 
with educauonal modalities which give the lieauh 
professional stude^it an opportunity to learn frdfai 
laypersons regarding .self-care practices an4 their 
_^LLliu^=f.si;thlkhmg the ethu ^hat professional 



cat^ in heafth is t^ly supplementary to self-care 
which accounts for the overwhelming proportion 
of continuous health care provided on a day to day 
basis. ^ ^ • * . 

,In closing: Fry ofVers an imf>ortant caveaC re- 
garding self-care research: 

Self-care termot be studied in isafation..The 
whole process of primary care, that involves 
self-care and first contact medical care, . . . musif 
be studied in mder thatf the roles of the public 
and the medical, nursing and $odat%york profes- 
sions can ,be best defined and applied.* 



*j6ku Fry. 'Sdf'carr: Iff fUct is the Tocil Hetkh Circ Spteta." report If mm 
tedepeodtot troritef party {Scpceaiber* I97S}. 
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AppendFx C 

"H«alth Beliefs of the U.S. Population:- 
Implications of Self-care"^ 

by Gfetchen V. Fleming 
and Ronald Andersen, Ph.D,* 



Summary Fleming and Andersen address ihe potential for the self-cafe ipovemenjt's' growth in the 
United States by examining the available Blerature and "determining whether it supports assumptions 
which are made by the movemenu Such assumptions are. that medical care should not be given preemi- 
nence iaour society, that people are not getting vthat the> wantfrom^ the exisung medical care system, that 
consumer independence is a growing value, and that some primary care tasks can and should be under- 
taken by consumers. - • ' * ' . ^ 

The autborsi, review existing research to deter Aiine the extent to vkhich the assumprioni of the movement 
might be supported by behefs and attitudes of the population. The dted survey findings address, e g . the 
ralue of health to Amei:icans, satisfaction with medi(^ services, the value of individual independence on 
health matters, and its complement, consumer dependence upon' the medical model; and the level of 
h^th knowledge of the U.S. populauon. - - 

In. general, the authors conclude that the potential* for successful growth of the movement has shpwn 
somejmprovement in recent years. The trends-, they say, hint thai^ people value medicine and are not 
particidarly disappointed by their own docto/s, but there i^ some growth in consumer self-confidence 
regarding healiii matters, and a growing critiusm of professional mopvadon and the quality of health care 
Further, the movement stresses reform instead of retOution, so it coujd be considered a candidate for 
sucd^. But, unfortunately, those who would benefiumost could be the least-Kkely followers of the move- 
menkas preliminary studies mdicate those who would be interested are young, white, suburban, educated, 
and raancially secure- • ^ 

, The authors proscribe needed additional resean^, and offer cal^eats regarding the findmgs they ate 
For example, an assumpuon of the aujihors is that exipressed dissatisfacuon with medical services indicates 
the mouvation to seek alternative forms of care. Also, it is possible that expressed scepudsm toward medi- 

"^e ^ ie rv i cey i nuy just iiiOica te-a-^^fatailsm^-toward health. 

* 
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Appendix D - 

^ • 

'Re^darcir.and Demonstration Issues In 
SeIf*Care: Measuring the Decline of 
Medtcocentrism ^ 

«by Lawrence W. Green, Dr.P.H. ** 
jStantey H. Weriin, M.B.A.,*** 
Helen ^H. Schaufiler, B.A,*** 
and Charies'H. Avery, M.D 
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Smnmafy; The origins uf ihe current emergence of consume/ health education in self -care is a reflection 
of two converging trends, the iricreased popularii) uf patient 'education programs,, and the growing 
awareness od the part of consumers that the) are indeed capable of raiioDal^ sophisticated self- help.. Suc^ 
factors as the movement toward consumer parpupation in government programs and commimiiy de- 
veiopmem, the self-directed behavior and bchaviur modificatjop ^novement, the evolution of nursing 
theory and practice from "helping the helpl'ess" toward facilitating self -care, and the evolution of group 
dynamics and ^If-help groups have all contributed tu this uend. The medical self -care progi;ains inspired 
by these social currents include' such diverse subject matter as self-throat culture, anhritis, gynecological 
prevention, hypertension, and other condition -specific topics, as well as more comprehensive Self-care 
programs covering a wide span of activiues! Most of these projects Kavf not existed for sufficient dme to 
have conducted and repoued an evaluation of their impact on participants* behavior and health status. 
Such evaluations are clearly needed befure medical self -care pro-ams* are encouraged ip proliferate asr 
many other "unproven^ social programs have. \ST)ere possible, such evaluatioi^ should be designed on a 
prospective basis and built into the educational program, rather than imposed retrospectively. This can 
a>oid difficulties with inadequate or unavailable baseline data, inability to identify jcontrol arnl experinren* 
tal groups, and non-comparable or non-uniform data across study groups. 

The relatively unevaluaied field of medical self*care programs suggests a number of important research 
and demonstratiun issues. Thokse include measurements of attitudinal change* behavioral oincome, man- 
power implications, cqsi benefit iradei>ffs, the techmcal limits of self -care, the applicability of self-care 
education to various population groups, and the utility o£conMimer ^algorithms. A major ^need in the field *^ 
is the development of sundardued measures of program input and output to facilitate comparison of v 
results across studies. A federal program uf replicative studies on these research and demonstration issues, 
would offer the pussibiliiy of pru>iding both siibsunti^e knowledge gains in the self -tare field and results 
potentially generalizable to the larger field of health education* program evaluation. - 



Introduction 



^Medicoceritricity , like eihno and egoceniricity, 
talies many forms. The allied health manpower 
movemenrhas succeeded in eroding one form, the 
virtual monopoly of diagnostic functions and the 
concentration of therapeutic functions in iht 
" hands of the physician. Once, some of these func 
tions. had been wrested from the medical profes- 
sion^ the veil lifted from a variety of medical pto: 
cedures. It was found that these could be spelled 
out in fail-safe protocob for the uaining of physi- 
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t^«ppoRcd hf fmtd^Mtc Order Ho. -77^5 froa tht HaxsceaJ Otter tor Kcakh 
S « Tic o Ke*ezrdb «s osrt of whi ptiAj i »c < J oader Co otr i a HEVf-oiOO^T^-OOSl 
froo the Odioe of die AMixm %eaojirf f&t fbaem»{ tod t^thtxnct^c^kK 
DHTW. ^ 

♦♦Atwttxapeaafef Co odaoift f rd o e«k> c ^>iid Hc>d. Dmi»ottof Hc»^ Edoo* 
^oK Astocbtf froCcMor is Ikprnacaa of fttZjU^ 



cians' assistants, nurse practitioners and even am- 
bulance drivers.^he next logical step-in the 
decline of medicocentrism proceeded rapidly 
thereafter, it soon became much easier to transfer 
more of these functions to the consumer or patient . 
himself. This has led to^a sudden expansion in re- 
cent years of a class of health education activities 
now called self-care_j)rograms. The conceptual 
basis of these consumer self -care programs did not 
in faa originate in the medical care system itself. 
R^thfr, as this analysis will show, self-care con- 
cepts and related forms of consumer paatidpadon 
in assessing and solving problems has long been an 
integral p^rt of the research and practice in many 
of the other helping prof^ions. ^ 
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Pxxrpow arKi scope 

This paper will examine sopie of the problems i 
and prospects for d^onstration and evaluation of 
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self-care in medicine ^nd health. For the purposes 
of thb*pa^>er, self-care will be*defined as censucner 
performance of activities traditionally performed 
by providers. 'Recognizing the relative paucity of 
experience with patient activation * in medicine, 
many.of the propositions developed here will draw 
upon more extensive, but paral^ experience with 
activated consumers or clients in education, be, 
havioral and clinical psychology, public health, 
majketing, social work/c6mmunit> development 
and similar fields. 

fif^^fe paper is alsd based on data coUeaed either 
by sit« visit or through documents and telephone 
interviews with fifteen self -case programs in which 
self-^afe was defined as the performance by con- 
sumers of actions traditionally carried out by 
health care providers. The self-care |lrograms sur- 
veyed included programs in which consumers were 
performing on tjieir own behalf what professionals 
liad previously'4one for them. A sixteenth pro- 
gram wiil be described in more detail ai^a. case 
study. The range of activities found in ^he sixteen* 
programs studied is described below^ 

Six of the sixteen programs can be described as 
comprehensive self-care prograliis- the Resion 
Georgetown (Virginia) program; Regional 
Self-help program sponsored by ijlPetmountain 
Regional Medical Program (Salt Lake City), the 
N,orih Carolina Memorial Hospital Program 
(Chapel Hill), the Peter Bent Bi(fgham HospitaT 
Program (Boston), the University of Arizona 
Self-provider Projea, and the Georgetown j^cti- 
vated Patient progT;am. Seven programs addressed 
chronic diseases: The Diabetes Edi/eation Center 
(Minnesota)^ Central New York R.VIP (Diabetes 
pFpgrAti and Ho^ie Dialysis program), GYoup 
'Health Cooperative of Pu^et Sound (two 
programs— diabetes apd hypertension), the Inter- 
mountain RMPs arthritis prcJ^ram^ and the Johns 
fiopkins asthma project. One program, ^the Tsfee-: 
standing Women's, He^th Center in Boston, ad- 
'dressed preventive care in gynecology, 

Fipally, two other programs are^iescribtd: the 
Hpipe Throat Culture program of the Columbia 
Medical Pl6n iivMarylzmdand the Mpnroe County 
(New Yorkjgonorrhea self-screening progranu_ 
Host programs rely on sriiall group gr one-to-one 
educational contact; tfe North CaroHna Memorial 
Hospital relies primarily oj\ programmed 
instruction. 

Conceptual' origins tf self-care ^ 

Vfilh the elfeefgri^ array of j^rrent activit) in 
medical self^care, Qi^uch qf it without precedent in 
the medical literature per se, it is imperative that 
the research experience with self-help program- 
ming in other spheres of human service be re- * 



viewed. Such a review should *help to .avoid tHe^ 
^repetition of costl) historical errors and to sugges\ 
hypotheses and methodologies to be ^used in\^ 
evaluating self-care in the medidal sphere. 

The consumer participation movement: THis 
section will not attempt to review the history of the 
voluntary health and welfare movement, or the 
community development movemem. Both of these 
are pertinent to the self-care^ movement biA both 
have been extensively reviewed in the past and 
summarized in reqent review*^f community par- 
tiupaiion in health services.^ Yhe two aspects of 
these movements that are most germane to the 
emerging self-care movement ^nd in need of 
closer inspection here are. (1) the attempts to 
'measure citizen. participation and its effects on 
health care, and (2) the'effe<rts of legislating re- 
quirements for citizen participation. 

Silver has already noted the 'need for *tevide,nce 
•of t|w value — or lack of it— in consumer particij:^\ 
uon and control.** A few'methodologic^^dvances 
and empirical studies were developing at the utoe- 
of his" reviewr and ^re npw available for adaptation., 
to self-c^r« evaluation. The case,<study method 
was prc^iominanf, but recent developments comfain- 
mg content analysis of discussions at ^nte^ of 
consumers and providers with formal interviews 
have offered ways of assessing constHner sophistic^- 
aon vts^'Vts the health care system. ^^^^ Thb ap^ , 
proach to m^eaSuiing consumer autoncfey might be 
extended to include affective, as weU as cognitive 
^dimensions. If the concept of the "activated pa- 
aent." for example, include the temerity of the pa-' 
aenf m questioning his physician, then a mea5Ure of 
asseruveness" would be a legitimate criterioh ef 
.success in self-caje programs'. , 

Silver also noted th^t the problem of evaluation 
in coiHumer particiM<j(on wdfuld be as much a con- 
ceptual problem^ts Cecbni^ one. Some as- 
sessments olF COTSumer partitipation within the 
framework of^ealth' education have provided a 
degree of conceptual clarification pe^inent to 
^evaluation of self-care programs. Wang, et al, 
for example, have delineated program compo- 
nents, intermediate ohjecuves and long-term ob- 
jectives in a program designe^ to involve inner dty 
youth -more actively in' the extended activities of 
the community pediatric center. Galiher, ft al, 

* have atteolpled to define consumeris6i in relation 
to health^ap^ta delineate various levels at which 

* consumers can -participate in health decision^ mak- 

* ing. ^ and Green has offered a variety of hypoth- 
^ eses on'meaisurable bene^ts of *'construcuve con- 

sumerisni" in health caije systems^ 

he consumer pardcipaticwf 
-oneem those who woufS 



The second aspect of i 
movement which must 
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expea consumers to embrace the self*care movc^; 
ment is the legal aspect.' The Community Action 
Programs (CAP) esublished under Utic II of the 
Economic Opportunity Act of 1964 moved con- 
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sumer partidjiauoa from a matter of voluntary ac-. " 
tion to a matter of public policy* Community ac- 
tion was suddeidy define^ in legal terms which 
. carried both opponunities and new obligations for; 

\ the poor. 28 "Maximum fejisible participation * was 
fimher legislated in P.L. 89-749 in. 1965 (authoriz- 

; ing Ae establishment of Regional^Meclical Pro- 
grams) and in the Model Cities Demonstration Act 
of 1966. - ^ , 

'for all of the good intentions behind the con- 
•suiner participation movement, its legislated im- 
plementation A^as misunderstood or mistrusted by 
many professionals and consumers. The 
"Maximum Feasible Misundersundin^" created by 
the law is summarized by Moynihan. 

* . ^in iJiaking its way through the maze of the - 
Executive Office Building it had acquired a 
managerial gloss that— while never fully, or even 
partially, intended )[>% its original sponsors— 
nonetheless proved decisive in its adoption by 
tlie mandarins of the Budget "Bureau Commu- 
nity acticfn was originally seen as a means pf 
shaping unorganized and even disorganized city^ 
dwellers into a coherent and -self-conscious 
group, if necessary by techniques of protest and 
opposition to established authority Somehow, 
however, the higher ciiiil service came to see it as 
a means.for. coordin^rig at the community le^'el 
the array of conflieting and overlapping de- 
partmental programs tJiat proceeded *from 
Washington . . * (p. 1 1) 

The co-optation of consumer participants in 
managerial functions undermined the iritent of the 
legislation and left many volunteer participants 
feeling exploited and suspicious of goveVnmenul 
purposes; If the self-care movement becomes.simi- 
larly enmeshed in governmental relations with 
• health care providers and agencies, it is likely to 
tak^ a different form, or at least a different flavor 
for the^nsumer, than i||now ukes in the pro- 
:^rams unaer study today. This leads us to caution 
against extrapolating from evaluations of current 
self-care activities to results that could be expected 
generally under a univers^program spon^sored by , 
the government. This caiition is not merely a 
standard caveat on generalizability, but has special ^ 
^^eanijig in relation to activities in which voluntary 
partidpation of consumers becomes qualitatively a 
different variable' when it is required by law. 

The lesson from governmental implementation 
of •itaaximum feasible participation** laws ,is not 
necessarily Jthat government^ support should not 
be offered to self^re' programs, but it should be 
offered with carefully designed safeguards foK the 
^ yoluntaiy^diaracter of the programs. 

, Self-directe4 behavior and behavior modifica- 
^on: Whereas the citizen participation movement 
in healtl^care is a pervasive but virtually un- 
evaliiat4d precedent for self-care, the behavior 



evaluated pmwJent. The early applicadons of lie- 
hitvlo* modification techniques to health^habits 
were tightly controlled experiments in whjch the 
subjects were voluntary participants btit the re- 
wards were designed and allotted by the experi- 
menter. Increasingly, operant rewards have been 
designed fof control by the subject (e,g.;,.^5elf- 
monitoring charts), to the^point that thfe technol- 
ogy jofbelu^vior modificadon has been transferred* 
to the lay public in the form of "self-contml,*'* 
••self-determination,"' and "biofeedback** 

manuals. "^B^fc^ ^ 

The training of ^prdfessionals to use behavior 
modification techniques increasingly "empjjaiizes 
the apgKprion of reinforcers that padents, cKents 
or suly^Ss'Jcan use in their own home environ- 
,ment. The earjy work of Kanfer and associates 
on the condJ^oning of seif-reinfordng responses, 
baled on^ $n analogue to selt-cbnfidente train- , 
ing.*^''^ 'cJd to the cUnic^ ^aching of techniques^ 
for- self-regulation (called "Insligatioa ther- 
•apyO.^''^ This -and related techniques applying 
pHnciples of operant conditioning were, sub- 
sequently developed to enable individuals tp. 
employ them at home with a minimum of profes- 
sional supenrision. The most liotable applications 
have ijeen with eating behavior and obesity 
control and smoking cessation.*^^^ 

Nursing leadershipio sei^care: The/discrepan- 
cie€ between patiint and physician expectadons 
u^der tradidonal systems of medical care suggest 
two other precedents for the self<are mm^ent 
^yeh^h deserves at least acknowledgenftnt 4f jiot a 
thorough review. One is the long-term but Vgc^ndy 
formalized shift in nursing theory;''and practice 
away from the Nighdngale model of helping the 
helpleis tD the current themes of self-care as for- 
malizea^>jLiiieJ<ursing Development Cohference 
Group. Tljr%ansitidn spans a century and is 
graphically ifiustrated by the series of charts re- 
' produced 6elow, cpntrasdng the definidons and 
concepts of nursing from Nighdngale through 
Sha>v,^^ Harm^r.^' Frederick and Northam,^^ 
Henderson,^' and Orem.^ ^ "~ 
Another departure from the .physiciai* as the 
point of reference in self-care is the literature pn 
, self-belp groups. . * ' < 

Group dynamics and self-help groups: Rather 
than relying on health prdfessionals f<jr support 
and guidance in matters of prevendon, treatment 
and rehabiliuUon, many consumei^^nd padents 
have found greater credibility or conipatability 
with others who shared the problem or cbncem 
The eafly - precedents for 'this aspect of the. self- 
movement provide an instructive docupenta- ' 
dpn of the efficacy of self-care. 

Commonality of ph^^sicai condition Ifti health 
problems tends to give ^ups a cohesivpn^ss if not 
an initial attracdveness. Such groupng has been 

cvm^i^u ^ , . found 'effective in educational ^^pproaches to 

modificadon movement is a limited but rigorously ' changing health behavior*amqng akoholics,^ 
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obese patiehts^ neighbors meeting on acddeni 
prevention,^® ambulatory hypertervsive patients, 
parents of childriii with rheumatic fever, *° ulcer 
patents, adult cardiacs, parents in child health 
conferences,^' and most frequently, diabetics.*^ 
'The effectiveness of brmging together individuals 
who share common health problems ap^ars to be 
based not only in the tendency to trust and con- 
form to the judgment of others who have the same 
problem (which was experimenully demunstFated 
. among orthopedicaUy handicapped subjects),^'' 
but also in the quality of pertinent and under- 
standable discussion anti mutual reinforcement 

• that occurs among jjarticipants in such gruups. If 
such groups of patients can also be organized with 
some socioeconomic homogeneity, the ^discussion 
of solutions to common problems is also made 
more relevarftf^feSible and applicable to-the indi- 
viduals participating. 

The relative effectiveness of the gj-pUp' 

• discussion-decision method over more didactic 

• methods ck education and behavioral influence has 
been well' known to health educators ^ince the 
early expenments of Kurt Lewin on changing fuyd 
habits during the war^yeafs,^ and the later, mofe 
extensive experiments pf Betty 3ond co^mparing 
group discussions vrith lectures to encourage 
breast examinations. Bond conducted 42 discus- 

, ? sion meetings and 33 lectures v^ith 933 tvomen. 

^ JVomen exposed to the dmussiun-decisiun mpth^d 
subsequently had a higher rate of physician visits 
for breast exammations, a larger proportion estab- 
lished the habit of breast self-examinatiun, and a 
greater percentage reported to a physician to 
demonstrate their technique of breast self^ 
examination,^^ , ' ' 

Survey of current programs 

Program descriptions; As noted on page one, 
15 self-care projects were contacted and or site vis- 
ited as part of this research, six of them coin- 
prehcjnsive in their orienution to health problems* 
^even focused on4chronic .diseases, and three on 
preventive or screening activities. In each site, 
consumers are taught to become providers of care 
for themselves, 

iSie six ^'comprehensive" self-care programs dif- 
fer somewhat in scope and approach, but all have 
rn common self-^are for a wide variety of problems 
ox conditions, and all feature a combination of (1) 
presentation of information about prevention for 
a number of conditions, and (2) instruction to con- 
sumers in performing oh their .bwn behalf what 
health providers had traditionally performed. The 
most widely publicized of these prograips is the 
Activated Patient Program of the Georgetown 
University Center for Continuing Health Educa- 
tionv The Georgetown program inclujdes presenu- 
» tions in the following areas, prevention of ar- 
O * ©sclerosis, motor vehicle accident, cirrhosis. 



Stroke, breast cancer, uterine cancer, and' rheuma- 
tic "heart disease^ compliance vvith medical regi- 
mens, hypertension; nutrition, growth and 
development; common childhood illnesses; con- 
trac^eption, 'family planning, and venereal disease; 
medications, alcoholism, mental health and family 
relations, yoga, automation in health care, and in- 
novation in health care^ M^ny of the presentations 
. are informational in nature, alerting consuipers to 
causes, warning signs, and sensii)le personal health 
behavior. With respect to teaching patients to per- 
form pr€>tedures on their own behalf the course 
teaches self-administered blood pressirre, ear wax 
irrigation, hyposensitization shots, and eqiphasizes 
first aid (bites, artificial Resuscitation, seriou's 
bleeding, heart attack, shock, sprains, brusies, 
etc). Thfe most interesting asp^t of the course .is 
its use of checklists for self-care of common child- 
hood diseases, .The checklists include sections on 
general^ information, important points to re- 
memb*^r in treatment, and when- to call a 
physician, * . . 

The Regional Self-Help. Medical Care Training 
Project sponsored by the Intermountain Regional 
Medical Program was patterned after the Acti- 
vated Patient project. This program u^es much of 
the course content of the Activated ^ati^nt pro- 
gram with an emphasis on first aid and emergency 
aid. The bourse includes basic first aid and also in- 
corporates cardiopulmonary resuscharion and 
erojergency childbirth. Jhe empljasis of the pro- 
gram' on first aid and emergency cafe derives from 
the distances of the rural populations from medi- 
cal f^ilities. 

.The Reston-^Georgexown program xises a some- 
^whac different format for its self-care' education, 
Thi^ program relies heavily on the use of 
<iecision-making protocols or algorithms for &5 
common complaints or^ problems in fourteen 
categories, emergencies, common injuries, 
poisons, upper respiratory problems,' comnjon 
skin disorders, childhood rashes with fever; ar- 
thritis, back pain .and* musculo-skeletal problems; 
nervousness and neurologic problems, chest pain 
and shortness of breath, ey& problems, digestive 
tract, urinary tract, gynecological problems, and 
sexual problems,' The algorithms are visual flow- 
charts designed to assist consumers in determining 
when it inappropriate, to See a physician and when 
to apply a well-flefined (^n the protocol) home 
treatment. The algorithms havl& attempted lo iden- 
tify possible emergent conditionrearly and to con- 
centrate on contiitions affecting a majority of pa- 
tients. After a brief introduction to each condition, 
each protocol defines appropriate^ home treat- 
ment, what to expect in a physician's office, and 
presents its visual^ flow chart. The Reston^ 
Georgetown program also includes an educational 
component on how to use the health care system. 

The North Carolina Memorial Hospital program 
is similar to the Reston-Georgetowji'''progi^m in 
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terms jof its foci The distinguishing feature of this 
cprcy^ram js its use of programm^cf instrucnon 
rather than patient algorithms. ' * ^ 

Both the University of Arizona S^f-Provicler 
Project and the Peter Bent Brigham Irospital pro- 
gram are less comprehensive than the foregoing 
four programs, although they are still ^ultiple 
foctis programs^ The Self-Provider Project is 
aimed primarily at identification of risk faaors for 
certain diseases and their effect on h^al^h status. 
After an initial individual health hazard screening, 
the program concentrate^ on providing education . 
on risk factors associSed with, and control of: 
heart disease, hypertension, lupg^iseases, depres- 
sion, and cancer of the breast, cervix, colon, ,and 
fectuin. The Peter Bent Brigham program is simi- 
lar to the other foiir programs in feanring educa- 
tion on bodily function; the prevention and treat- 
ment of cpmmon adult illnesses; prevention a7<(| 
treatment of common childhood diseases, adol^ 
cent problems; prescriptions, drugs, and over- 
the-counter medications, growth and develop- 
ment; and patient rights. 

The remaining nine programs are all disease- 
specific programs relating to' diabetes (3), hyper- 
tension (1), arthritis (1)-, kidney disease (1), 
gynecological prevention (1), self throat culture 
(1), and ^If screening for gonorrhea (1). Each of 
the fifteen projects is described in a recently com- 
pleted report to the Office of the A^istant Secre- 
tary for Planning and Evaluatioa'Health, DHEW.* 
The definition of self-care as "the performance 
for oneself of actions normally performed by 
health care providers" restricts the scope of self- 
care activities to physical activities, for^e most 
part. Acquisition of knowledge about appropriate . 
diet for diabetes, for example, is not within the 
realm of self-care according to this definition of 
the term. The performance of the process of diag- 
nosing oneself when one formerly rfelied on a 
physician to do so is probably the only non- 
physical activity that qualifies under this definition 
of self-care. Listed below are the activities from the 
fifteen surveyed programs which we believe fall 
under *the rubric of self-care defined as the as- 
sumption by consumers of traditional provider ac- 
tivities. In our opinion, this list is a reasonable def- 
inition of the state of the art of 5flf-care according 
to this definition* It does not include basic preven- 
^don activities which consumers may and should 
take which providers have not themselves tradi- 
tionally provided or controlled. 

Sdf-care activities: 

• Diagnosis of common symptoms or conditions 
which occur frequently but need not lead to a 
physician visit (included in most of the com- 
prehensive self-care programs, noubly in the 
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patient algoritjims used in the Reston- 
Georgetown program) 

• Insulin injedtion (diabetes education pro- 
grams) * 

• Urine testing (diabetes education programs, 
and the North Carolina Memorial Hosptiaiy 

• Breast self.-examinaiion (Freestanding 
Women's Heal^ Center and North CaroUim 
Memorial Hospital) 

• Cervical self-examination (Freestandiag 
Women's Health Center) 

• First aid for common injuries (comprehensive 
self-care programs)- 

• Emergency care ""^ * ^ 

-^rdiopulmonary resuscitation (Intermoun- 
tain RMP Regional Self-Help Program)- 

—emergency childbirth (Intermountain RMP 
Regional Self-Help Program) 

—other emergencies (comprehensive self-care 
programs) 

• Taking blood pressure (North Carolina 
Memorial Hospital, ^Utivated Patient, ,Group 
Health Cooperative, IRMP Self-Help Pro- 
fram) ' * ' 

• Throat culture (Columbia Medical Plan Pro- 
gratn) 

• Hyposensitization injections (Activated Pa- 
tient) > ' * ^ ' ^ 

• Ear Wax irrigation (Activated Patient) 
Kidney dialysis (Central New York R!^) 

• Physical therapy for arthritis (IRMP Arthritis 
Project) , 

Self-medication for asthmatics who had pre- 
viously depended on an emergency room 
. (John Hopkins). 

Evaluation in project^ surveyed: In the fifteen 
programs surveyed, relatively little impact evalua- 
tion has been' conducted so far, although a few 
programs plan more rigorous evaluation. The 
evaluation of the asthma project will be described 
in the section of the report entitled "A Case 
Study." For many programs, conducting •evalua- 
tion of the program's, impact on patient health 
status would require adcUtional^fiiadilig or re- 
Budgeting to an extent that wptild Jeopardize' the 
program itself. Others have not listed for a suffi- 
cient 'time to permit the foraiulation oT an impact 
study* Most programs have either conducted- 
short-term evaluations of program^efTectiveness 
which do not address the issue of long-term sus- 
tained impaa, or process evaluations which have 
measured pfitient satisfaction with the educational 
program or patient perception of how to imppo^ce 
materials, lectures, etc. It would be particularly in*' 
teresting to ev^uate the results of comprehensive 




_ seU^are programs ^th emphasis pn utilization of 
' Ji^th seiVices before and .after such educational 
, \ •fiucrventions, suite these programs iiaress a wide 
range of self>-car^ i&sues. ^ / - , 

. Ibe state of evaluation.in the selfH:are programs 
.surveyed is described below: ^ 

• Both the Monroe County gcmpjerhea screening . 
program* and the Columbia Medical Plan 
Throat Cultur^ program'.'have carefully 
evaluated their re^^ults.. Seff-screening for 
gonorrhea has encountered some difficulties, 
while throat cultures haye been shown rea- 
sonably reliable. , ^ 

• The Group Health Cooperative, of Puget 
Sound diabetes program, hopes to implement a 
long-term experimentil impaa ^^uation de- 
sign to follow patients for tip^to one year after 
participation in the 'educadonal program. To 
date, the program has cqrjducted measure- 
ment of knowledge and skills via pre-test and 
immediate post-test, together with subjective 
process evaluation by participants, 

• The Gtoup^ Healtji Cooperative of Puget 
Sound hypertension program conducts subjec- 
tive process evaluation, and haye proposed the 
use of a long-term ?xperimentaUdesign using a 
pre-test and periodic post-tests to measure pa- 
tient attitudes, knowledge and skill levels, 

• The Georgetown Center for Continuing Edu- 
cation Activated Patient program for collected 
anecdotal evidence of program' impact. More 

^ rigprous impact evaluation was being planned. 

~ •The Intermouhtain RMP Regional Self-Help 
.program had Collected s^^|*- reported post- 
course data on patient behavior in the first 
year, but neither pre-test data nor control 
= groups were available for comparison. Sys- 
tematic evajyation was planned for the second 
year of the projea. ^ ^ 

^♦The North .Carplina Memorial Hospital pro- 
gram measures post-cJJurse patient knowledge 
immediately with a questionnaire. I/^ng-term 
impact evaluation had ndi h^'e'n planned. 

• \^ The University of Arizona Self-Provider proj- 
ect was in the process of planning a formal 

• evaluation of its efforts. 'The evaluation will 
include patient rescreening at stated intervals 
follomng educational intervention to measure 
changes in risks factors, and a pre-post ques- 
tionnaire to measure changes in attitudes, 
knowledge, and bchavigr oWr an extended 
time-jperiod. • , • / 

• The Diabttes Ediication Center measures, on a . 
short-tenp basis, patieni knowledge level and 

^ health status. The progran^ ^ measures pa- 
tient satisfaction with il^e educational process. 
No long-teym ^^uation is conducted. 
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• The Reston-Georg^tov»n program is currendy 
planning an impact evaluation design. The 
program is located 4\ithin a health mainte- 
nance organization with a well-defined, essen- 
tially captiye population, a highly, desirable 
"laboratory" foV impaa evaluation studies. , 

• The Freestanding Women's Health Center 
measutles patient satisfaction with the care an^i 
educational process. , 

• Peter Bent Brigham Hospital's program con- 
ducts a process evaluation aimed primarily at 
monitoring patient satisfaction. 

• The Intermountain Arthritis Project has pre- 
sumably conducted an evaluation, since it is 
required to do so by RMP. No data on their 
evaluation was available to ADL Similar con- 
siderations apply to Central New York RMP 
programs. 

« 

Snmmary of major observations; From the sur- 
vey of self-care programs we not^^^e recent 
emergence of comprehensive (niany ^^ics, many 
educational sessions) self-care progr^|tis. Six of 
these programs were described in the aCcompany- 
^ing^iexi^ knd^we are avifare of three ^ other RMP- 
jJased pro^grams as well. The development of these 
^i^pgram^, most of which are still in their infancy, 
signals a new trend in consumer health education 
programs toward multiple foc^is, self-diagnosis/ 
self- help/self-care ^programming. We haw^ noted 
even in the few programs we identified, the ex- 
pansion and popularization of this type o£ pro- 
gram both in professional circles and in the health 
educational literature. / 

A second major finding, is that consumers ?re 
being educated more than ever before to assume 
responsibility for tasks previously conducted by 
health providers. The actiykies we identified were 
hsted in the text of this chapter previously, and 
■ ericompass self-diagnosis, self-screening and self- 
^ treatment tasks. > 

Third, xhe emergence of the patient algorithm 
or . checklist for medical decision -making, used in 
the Reston -Georgetown pi^ogram and the Acti- 
,vated Patient pro^gram, is a new technology of po- 
tentially major significance. The application of a 
written, precisely defined protocol for diagnosing 
and treating minor complaints (ancl for knowing 
when they are more serious) is a method which, if 
proven effective, can be used in a wide-spread 
"farmer with important implications for reducing 
the pressure on the .ambulatory care delivery sys- 
tem and its manpower. 

Finally, we have found that evaluation efforts 
have been limited in. this field primarily to meas- 
urement of patient knowledge, attitudes, skill and 
behavior over very short time periods, and to 
process evaluation of patient satisfaction with edu- 
cational programs and/or patient perception of 
educational materials and methods to improve 
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them. Furthermore, this level of evaluation was 
not always r^ched iii the comprehensive self -care 
progt^iis. No lon^'term impaa evaluations >ere 
identified in the programs surveyed^ Oh a 
more hopeiul note, however, many of the pro- 
grams described here were planning to^design and 
implement long-term impact evakiatfons. Such 
Jvaluadons are to be encouraged if we hope to as- 
certain the'effcctivefiess of self-care programs. 

^'Rasearch^and demonstration Issues 

Measoring^'attitadinal change: An area of ex- 
tensive prior experience and research related to 
self-care is the psychological study of a personality 
or atthudinal construct caUed iptemal control of 
reinforcement^ introduced by Rotter in 1954, now 
generally, called locus of control. The prodigous 
flow of research on this subject now exceeds 1200 
documents.^ The bibliography of Throop and 
MacDonald and the review by Joe ^® provide the 
most comprehensive oudines of the literature in 
this aspect of belie&in one's ability to control ex- 
ternal forces or be controlled by them. 

The indications that locus of ctmtrol can be 
! shifted from external to internal on belief scales 
through "interiYality training" in areas such as 
rehabilitation ^^'^^ makes this variable most rel- 
evant to "the po'tential evaluation of s«lf-care 
programs. 

•Specific instirumentsHo measure some aspect of 
interjjality or to place individuals on a scale of 
internal vs. external loclis of control have been de- 
veloped and widely standardized. '^'^ The I-E 
scale developed iy Rou4r^^ has been the most ex- 
tensively employe^xJi these measures with over 
eighty publishecfapplicgtions of his original in- 
dex.^ The several variants for application with 

, children, ^^-^^ youth, ^^'^^ and addicts give 
greater sensitivity to the measurement of locus of 
control in these groups. A scale has been recently 
developed to measure locus of control, i^pecifically 

^ih ,refetion ^o health. • 

The utility of the Health Locus of Control Scale 

»(HLC) in evaluating self-care programs, is that it 
provides an intermediate measure of program 
outcome that is known'to have predicuv'^e validity 
for health behavior, Jt also has coostruct validity 
insofar as the purpose ^f self-cite programs is to 
increase self-care behavior through a process of 
incr^sing the self-confidence qf patients or con- 
sumers in comrolling the fortes that influent 
their dwn health. . ^ 

Strickland noted eleven studies in which ppsidve 
reladonships were founioetv^ecji internal locus of 
control scores on the more general scale and 
health behavior,^ Instances of negative find- 
ings, ^ have been attributed to the use of the 

' generalized I E scale rather than the more specific 
HLC scale, ^ and the failui:e of invesdgators to 
treat the value placed on health as a separate vari-^ 



. able*^ WTieri high valuauon of health reladve «> 
' other v/dies ^ is taken into account, the prediction 
of health actions Trpm internal locus of control is 

* greatly increased. ^» 
Tliixs, it will not be suffidint for self-care prcP- 

grams to increase intemality of control in pad^ts 

• or consumers unless they already place a high 
value on the health goal or practice advocated. But 
if' they value the health goa^ or practice, their 
internal control of reijiforcement bnecomes crucial * 
to their adoption of s^elf-care practice. Measure- 
ment .of these /two predisposing variables (HLC 
and value placed on self-care) is therefore as im- 
portant as measuring healdi knowledge. 

Research anU demonstration efforts in ^elf-care 
should also include monitoring oT the anticipated^ 
by-products of the decline of medicocentrism, 
namely the attitudes of patients and consumers 
toward providers and medical care services. A% 
least five measures of patient attitudes toward doc- 
tors and medical care appear to have been pub- 
lished on the basis of standard methods o^ scale 
corlstruction. Zyzanski et al, have provided a 
Thurston scale of patient attitudes toward the 
competence and personal qualities of physi- 
cians- i<>2. 105 Franklin and McLen^ore also used 
Thurston methods to devdop^Sfri^dex of attitude 
toward student health services. Ajidersen and 
Suchman used Guttman s<^U|:irg criteria to dei 
velop measures of attitudes toward health seryices 
and quality of care. Suchman focused on doubts of 
ethnic groups about the claims of ]3rofessional 
_ medicine and desires to check on doctors* and their 
behavior, but his findings were not replicated by 
Berkanovic and Reeder or by Geertsen et al, 
in populations withxiifferent self-care and popular 
4nedical orientations than Suchman's New York 
sample*. Ware an^i Snyder have used factor analysb 
to identify more detailed dimensions underlying 
patient satisfaction with doctors and medical 
care. 

. The reason for urging study of this Variable in 
future evaluations of self -card programs is to pro-' 
vide for a response to the concerns of the medical 
community over disruption of doctor- patient rela- 
tionships and eroding of patient confidence in 
medical treatment. The, trend in self-care away 
£rom the traditional doctor-patient relationship is 
prolbably ih'escapabie, but whether this neces- 
sarily jeopardizes qu^ity of carje and compBance 
with prescribed regimens is a debatable que^on 
deserving of research as self-care programs^ 
progress. 

^ It is an error fw the medical community to as- 
sume that the "traditional" doctor -patient relation- 
ship was one of congruent «tpectations. Several 
investigations in the 19505 revealed major dis- 
crepand^s between lay expectations and profes- 
sionals* i^iews of their role in health care. ^^-^^^ 
Subsequent studies showed that even the patients 



of higher sodo-economic status, who tend to be 
more congruent with professionak iu their expec; . 
rations, do not have their expecutions fulfilled ^> 

Sroviders. Furtlj^iyTnore, it is not necessarily 

le case that failure to meet patient expectations 
leads to non-compliance. '^^"^ It is sometimes the 
case that patients have no firmly established expec- 
tations^. especially with regard to specialized care, 

which would be the rule rather than the excep- t 
tion m a system which encouj|ged self<are. Fi- 
nally, the few precedents in which health plans en- 
courage a degree of self-care a^d emphasize con- 
sumer education indicate that consumer behavior . 
and expectations for utili^tioa of health services 
become highly congruent witfi the expectations of 
providers. "^^24 

It is notable that these few pjecedents are of re- . 
cent vintage. In a review of 450 articles describing 
pre- 1970 patient education programs, the Ameri- 
can 'Hospital Association .found that "No program 
described endeavored to Bnk educational services 
with illness recurrence or readmission 
problems." «26 

'Meastiring behavioral outcomes: Standardized 
measures of behavioral outcomes are better "de * 
veloped than measures of the antecedent and 
process variables discussed above, but agreement 
on methods and procedures for collating, anal)Z- 
ing and interpreting behavioral methods is far 
from unanimous. The most extensive methodolog 
ical work has been with indices gf health service 
utilization.^^'' Recent reviev^s of the literature, 
however, reveal wide discrepancies on criteria of 
***adeqtiate'* or "appropriate" utilization in terms of 
delay J*^^^ and the frequenc) or duration .of re- 
turn appointments. '^^^^^ 

-Larger discrepancies are found. in the measure- 
ment of^preventive health pracuces, 
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pliance with medical /egimens, and in nsk- 

reduction behavior (screening tests, smoking, 
weight control, diet, etc.;. Yhc overlap 

among these behavioral categdries is part of the 
problem but the lack of agreement on measures of 
behavior within categories is more than a classifica- 
tion problem. 

Behavioral outcomes can be measured against 
pluvious behavior as well as absolute standards. 
Improvement can thus be a success measure; the 
st^dard becomes the level of improvement 



specified. 

Measuring manpower implications: A major 
evaluation i§sue relates to the manpower implica- 
tions of self-care programs. Self-ca|e programs 
have as a principal objective the assumption of 
provrider functions by consumers. Elsewhere in 
this paper we have listed such functions as cer>ical 
examination, throat culture, hyposensitization in- 
jections, and blood pressure reading as example 
of traditional provider activities vvhich consumers 
bdn^taught to perform for themselves. An J 
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important qtfestion fot,.such prograAf thus be- 
comes, can substitution of consumer for provider 
manp>ower occur in a manner significant enough 
to cjemonstrate reduced provider maVjpower 
needs? What types of providers are most likely to 
be 'replaced" by activated consumers— physicians, 
nurses, paramedics, lab technicians, or other^? 
How do the provider mar\power reductions that 
constitute one theoretical benefit of self-care pro- 
grams balance against the educational manpower 
necked to teach consumers effective self-care? 
How much provider time previously used in the 
treatment of conditions now^reated by en- 
lightened, self-caring consumers will be applied in 
the care of those vvhose problems or condidons 
demand the exercise of professional judgment and 
skills? 

*' • • . ^ 

Cost-benefit analysis: An issue closely related to 

evaluation of the manpower i^lications of self- 
care prograins is .that of co^flpnefit# evaluation. 
On the most visible level, one can readily estimate 
the cost of an educational program on a total or 
per participant basis, incorporating direct pro- 
gram costs and the opportunity costs of the partic- 
ipants* time. The comparison of such costs to dol- 
lar estimates of pfogram benefits, however, is 
somewhat more complicated. One must first be 
able to measure program benefits accurately. The 
benefit most educational programs aim. for is an 
appropriate improvement in participant health 
sutus, or alternatively, the prevention of furtheY 
deterioration (i.e., stabilization). How one meas- 
ures patient health status is a key issue here, as is 
the period of time over which it is measured. Fur- 
thermore, one needs to be able to link appropriate 
health status changes with measures of the pa- 
tient's social productivity in order to derive esu- 
mates of the economic benefit gained from im- 
proved health status. If an educational program 
leads to better health for a patient through im- 
proved health -behavior, which in turn leads to 
fewer sick days off from work per year and two 
adc^itional years of life in which the patient works 
instead of retiring for health reasons, one can 
begin to measure the economic be.rt?ffu of the pro- 
gram in terms of (1) sick days "saved," (2) years of 
work gained, and (3) reduced burden on social 
support programs for the elderly/ Such measures 
need to be further augmented by estimates of the 
value of provider tim^e freed for other purposes by 
pauent self-care. 

Needless to say, the identiGcation,' measure- 
ment, and quantification of programmatic benefits 
in selfrcare is extremely -difficult in itself, and 
needs to focus on both the patient and the pro- 
vide^. racing an economic value on program 
benefits is equally difficult,'invoMng issues of val- 
uation (soc^l .discount rates, future dollars, sped* 
fication of a "stream** of benefits over time, etc ) 
that often became very complicated. It is not our 



4ixtentiozi to discuss such methodologic issues here, 
••"They have, in fact, been extensively treated 
elsewhere, iri the growing literature on cpst-benefit 
analj^ for public programs. Rather, we hope by 
this discussion to stimulate diinldng on the need in 
this area, as in other program areas, for careful , 
evaluation of progfam benefits against « program 
costs/ > * 

- ^Measuring the limits of self*care: Anbther re-' 
search issue in self-care is investigation of the ex- 
tent to which self-care can r^illy be undertaken. 
We know', for «cample, that diabetic patients have 
*'for years self-administered theii? insulin injections, 

' aiid that this type of selfncare has become, in fact, 
accepted *patient care. At the other extreme,, we 
can probably not ever expect ,^ consumer to i>er- 
form an appendectomy or any other surgery on 
members of his family. Somewhere in between the 
•uncomplicated chronic care functions and t^e per- 
form^ce of major surgery lies the upper limits of 
patient s^lf-care. Which dinical functions can coq- 
sugagps really perform for themselves? How reli- 

, able wiU consumers be relative to train^ profes- 
sionals? Ten years^ ago, cervical self-examination 
would projbably have been considered a health- 
endangering practice; today, its reliabihty is being 
tested by such groups as the women's communii^y 
h^th center , descnbed elsewhere in this paper. 
The extent to which consumers can truly becom^_^ 
their own physidSms has not yet been determined. - 
Can consumei^ be trained to dedde systemaucally, 
and in non -trivial situations, when to s*ek profes- 
sional attention and when to care for themselves? 
The state of the art of self^care is continually ex- 
pandiiig; research is now needed to probe its ulti- 
mate limits. ^ s 

Measuring the utility of consumer ^gorithms; 
A fngre concrete research issue involves evaluation , 
of the utility of patient decision checklists or al* 
gonthms in self-care. Can such checklists be reli- 
ably written by providers and uniformly applied by 
consumers in* their own carer Answers to this qucs- 
,tion vdll help deteHnine whether simplified medi- 
cal "texiBooks'* and decision trees for patients can 
successfufly be integrated into the nation's health 
care system. 

Measuring the applicability of self -care educa- 
tion to various populi^on groups: A legitimate 
res^rch question to address is the comparative 
success of jself-care education in different- popula- 
tion groups. Can technical information on "selP- 
care be transferred to or absorbed by all popula- 
tioji groups with the same ease? Some programs, 
for ©cample, have been aimed primarily at middle 
sophisticated, educated population groups. 
Can they be equally well applied to lower 
sodoe(X>nomic groups, or in rural areas? A need 
exists for demonstration of self-care programs 
under various population drcumstaiices, and for 
^ comparative evaluation of program results. 



The need for standardized evaluation mfeas- 
ures: The major obstade to advandng the sden- 
tific base of health educajuon practice in self-care 
programs is clearly the paucity of standardized 
measures of both input and outcome variables. 
This^ precludes the comparison of findings be- 
tween studies and limits the generalizability of re- 
sults. The sdentific and professional literature re- 
lated to health education is mushrooming in both^ 
the behavioral sdence and the health sdence jfeur- 

' nals,l>ut it lacks the cumulative quality essential to 
the codification of knowledge and the devdop- 
ment of policy that vviU have a coherent theptedcal 
base. These observatioiis lead to a majoD^recom- 
mendauon fpr governmental action to'emcourage 
methodological research on the meamrement of 
self-care variables and the standardisation of in- 
stnmients to improve the comparaloility of find- 
iiigs from various self-care siuSyd, A related rec- ' 
ommendauon should be to inarezse ^pport for 

implicative studies; Most gran« and contracts have 
been for isolated, ad hoc soidies, rather than for 
evaluative fesearch programs in which the same 

'educational strategies are retested in different set- 
tings, or with carefully controlled variations to as- 
sess the cost^effeaiteness of different methods or 
a)mbinations of methods. 

A Mse study' ^ 

Studies reviewed earlier have established the ef- 
ficacy of group discussion' as a powerful educa- 
tional method to improve preventive health prac- 
uces and to improve patient compliance with med- 
ical regimens. The following case ^tudy is pre- 
sented as an example of the f>otential of selj-c^e 
education^ to improve appropriate utilization of 
health services and facilities.^ Spedfically, ItJUus- 
trates the efficacy of g^oup disctissibn as an educa- 
tioital str^egy^ with chronic, but aifibulatory as- 
thmatic patients, to reduce their dependence on 
. emergency department facHities by increasing 
their self-confidence, abilhy and commitment to 
,cope with mild symptoms. 

Rationale for the asthma education program: 
The design of the educational approach to asthma- 
tics for this pilot study was based on four be- 
havioral assumptions ur propositions derived froiii 
experience with asthmatics: 

L Many asthmatics are frightened by their <iis- 
ease. The fear of not being able to breathe 
during the onset of asthmatic symptoms in*' 
creases the severity of the attack and compels 
thfe patient to seek relief at the nearest emer- 
gency rcbom. , " 

2. The asthmatic, assumes, probably correctljr, 
that others who^have the same disease can' 
most fully understand this fear and the prob- 
lems of coping with symptoms, " ' 

3. Therefore, in ordfer both to prevent, the anx- 
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icty associated with asthma symptoms and to 
increase the asthmatic's confidence in coping' 
with the symptoms of an atuck, asthmaup 
would henefit most froi^, talking with eacjh', 
other tinder oontrolled drciimstances. 

4. The limits of control exercised by the profes-' 
*sioDal in the group discussions among as* 
thmadcs should be: , 

j(a) to prevent them from arriving at a con- 
dusion that asthma is unmanageable, 

(b) to provide desired technical information, 
upon reqi|est« about the best methods of 
managing symptoms, anH - 

(c) tp support' or encourage expressions of 
. ' confidence in correa self-management of 

asthma. 

It should be emphasized that an educational 
pgram based on this approach need not 
~*iddy discourage the use of the hospital emer- 
gency department.^. The focus is on preveptive 
measures and the management of earlj^^symptoms. 

Study population: Pauents were seleaed for this 
study who had come to the Johns^Hopkihs Hospi- . 
tal Emergency iRpom between May 28 and Jane 29, 
1971, were between 15 and 45 years of age, and 
lived in either the hc>spital postal zone or ope of 
the four surrounding postal zones. They had pre- 
sented as asthemadcs in distress, as determined by 
the physician who entered the diagnosis of asthma 
or bronchial asthma, and who recorded adminis- 
tering medication to the patient while in the emer- 
gency room. The patients did not have hang 
tumoi>, chronic bronchitis, tuberculosis, or heart 
failufe, as determined by review of emergency 
room pauent records, and con/irmed by patient 
interview. Patients meeting these criteria w^ere 
selected from the emergency room billing records 
and randomly distributed between two patient 
groups, experimental ^and control, 29 in each 
group. 

Letters of explanation were sent to those 
sdected for the study, and all were visited at their 
homes to gain thdr coof>erauon and to distribute 
diaries for recording symptonoL levels. The control 
group was asked to fill out the s)mptom diary each 
day, so the invesugators could stud) asthma b> ub^ 
sendhg how they were feeling, whether they v^ere 
using medidnes, and if they had to use medical, 
services. The experimental group was asked to fill 
out the diary for the same reasons, and was also 
asked to attend one evening group meeting with 
other ndghborhood asthmatics to disciiss and u> 
learn fjcom each other about the management of 
asthma* Patients in ndther group knew they were 
bdng^comp^ed with other patients. 

Educational program: In fiv^ group meetings, 
each with four to six different patients (each pa- 
fient attending one meeting), a medical stude^it 
tuLted group discussions with emphasis on fac 



tors contributing to asthma which can altered 
b) pauent behavior. Four areas were considered, 
pne, life style, with.attenrion to smoking, obesity, 
interpersonal relations, tension, emouonal stress, 
and fatigue, twp, allergens in the enviroimient, 
and measures which can be taken to ^eliminate 
them; three, general health measures, including 
maintenance of good, physical condition, avoidance 
of colds and respiratory infections as well as 
prompt attention to inqpient colds, avoidance of 
climatic extremes, proper dress, and rest; and 
folir, use of drugs, proghylactically and in an at- 
tack. Appropriate patient behavior in rdanon to 
these areas was expected to decrease the sev^Kty 
of symptoms and rfie necessity of resorting lo the 
hospital emergency rooni'inr response <to symp^ 



toms. 
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In the group me^Srtgs, the discussion leader, at 
third-year medical sttid^nt, provided a comforta- 
ble setting, tried to Maintain ^ nonthreatening 
group climate, and provided minimal but essential 
direction as the group members addressed their 
most pressing concerns, anxieties and questions 
about their asthma and its management. Effort 
was mad/ by the 'discussion leader to initiate a 
group-decbion process in which the group would 
agree on particularly effective means to manage 
asthma. Emphasis was placed on the early recogni- 
tion of an attack, and the importance t>f rest and 
prompt medication to^meliorale it. The conse- 
quences of running out of medidne were also 
stressed. The five meetings, one for eacli group of 
4 to 6 e^fj>erimental subjects and lasting between 
75 and 90 minutes, took place in the evening in 
classroom^ of the Johns Hopkins. University School 
of Hygiene and Public Healthi • 

Evaluation of the patient edtication prograid: 
To evaluate the effectiveness of the* group discus- 
sion sessions, -three sources of data were used: 
symptom diaries, interviews and hospital recor<ig. 
The patients in the group discussions '(experimen- 
tal group) maintained daily symptom diaries which 
could be compared with identical symptom diari^ 
kept b) the patients in the control group. All pa- 
tients rated the se\q4t) of variouar symptoms, in- 
cluding chest tightness and breathlessness, wheez- 
ing, cough, and quantity and color of sputunf. The 
S)Ynptom diary had the advantage of having been 
used previously to evaluate a new drug for asthma 
in a recently published stuc|y. PsOients were also 
asked. to record Cor five^eeks their use of 
medic^e and visits for care of asthma to the 
emergency room, to their local physician, or any^ 
other j^ource of care. The symptom diaries were 
collccMd at intervals of one to ofte afwi one-half 
weeks/Hith the majority of study partidpants hav- 
ing one to two weeks of practice filling in the 
diaries be fure they began keepuig diaries used for 
evaluation. During visits to pick up the diaries, the 
investigator interviewed pauents in both groups to 
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determine age, past sources of cjire, duration of 
asthma, years of schooling, and use of Medicaid. 
Emergency room utilization was monitored for 
four months (July 19 to November 19, 1971) after 
the edticational sessions by checking the daily 
emergency room billing records f^r visits for as- 
thn^tic, f fea t m e n t by patients Jn both study 
groups. ' • . 

Resplts: Of the 58 patients randomly allocated 
to the experimental and control groups, data were 
collected from 26 in the ^perimental group (two 
had incorrect addresses lifted and could not be lo- 
cated; one could not be contaaed *more than one 
.K^ume)'and 2& in tiie control group (one moved 
without a forwarding address; one could not be , 
contacted after several initial visits; one was elimi- , 
nated because she was the mother of another 
woman in the experimental group). In the ex- 
perimental group (n = 26) there were eight black 
men, seventeen black women, no white men, and 
one white woman. In the control group (n = 26) 
there were nine black men, fifteen black women, 
bne white man, and one white woman. There were 
no si^jnifican^ differences in the ages, educational 
levels or duration cif asthma betv^'een the experi- 
mental and control groups. Approximately two- 
thii:ds of both groups were eUgible for and tised 
Medicaid. Only twt> patients in each group indi- 
cated upon questioning that they had used other 
than Johns Hopkins Hospital emergency room for 
treatment of an asthma attack m the previous year. 

Symptom levels: The symptom diaries yielded 
internally consistent data, although a f^' patients 
had some difficulty learning how to fill in their di- 
ary. In all cases, a non-judgmental clarification or 
explanation overcame the difficulties. Diaries were 
^scored for symptom levels according to the 
methods of Chen and AssoSciates. 

The symptom-level data for both the experimen- 
tal and control groups during the three weeks 
after the educational sessions (July 19 to August 9, 
1971) are presented elsewhere. The control 
group mean symptom levels for chest pghtness 
and breathlessness and wheezing (38.8 and 35.5). 
were higher than the cx^rresponding means for the 
experimemal group (31.9 and 26.8). The control 
group, however, had lower me±n symptom lev^b 
for cou^ and sputum color and sputum amount 
(74.4) than the experimental group (84.7). When 
all the symptom level data-were totalled, the mean 
for'lhe experimental group (143*5) was lovef than 
that of the controf group (450.2). None cn thfese 
differences, however, was sufficient to achieve 
statistical significance at a probability of .05 or 
lower* ^ 

Emergency room utilization: Cumulative statis- 
tics on the emergency room utilization by the €x- 
peridental and control groups during the four 
months after the group discussion sessions (July 19 
to November 19,1971) are presented in "Figures 1 



and 2. These data are based an hospital records 
rather than verbal reports of the subjects. 

Figure 1 illustrates the cumulative number of 
different asthmatic ^patients returning to the 
emergenc) room for treatment of their asthma. In 
the first five weeks, nine dSterent patients in the 
control group went to the emergency room for. 
treatment, while two different patients in the ex- 
perimental group visited the emergency room* 
This difference is statistically significant^at p < .05 
(X* = 4.15). During 'the subsequent twelve and. 
one-half weeks this t^nd continued, with more 
different individuals in the control group than in 
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'the experimental group treated for asthma in the 
emergency room. 

Figure 2 illustrates the cumulative total number 
of visits to the emergency room for asthma treat- 
ment by the experimental and control group from 
July 19 tb November 19, *197L The cumulative 
total for the control group was at least two times 
that of the experimental group at all but one of 
seventeen weekly inxervals, with the absolute dif- 
ference In the number of visits between the ex- 
perimental a^d control groups increasing from 13 
visits at five weeks, to 36 visits at ten weeks, to 47 
visits at fifteen weeks, and to 55 visits at nearly 18 
weeks. ' 

At the end of four months this reduced/tmer- 
gency room utilization, assuming a cost of $20 per 
emergency room visit, represents a ^fTOO reduc- 
tion in the cost of (Bre for the exp^^pimental group. 




Discussion: If the signiG^nt differences be- 
tween experimental anji^htrol groups can be at- 
tributed Co the e^a^^veness of the group discus- 
sidh techniqaer^en the value of mutual teaching 
by asthmatics of each other, of shared insights and 
filings, and the value of group consensus regard- 

- ing the importance of various means of managing 
asthma, are confirmed as important educational 
variables. These a^^^ distinctive features of the 
group disct&lbns conduaed with the experimen- 
tal group. A conscious attempt was made not to in- 
fluence attitudes or beharior during other phases 
of the study. Duripg visits to collect diaries, the in- 
vestigator was friendly with both groups, but at- 
tempted to provide no educational information, 
except to answer occasional questions as briefly as 
possible. In large part, the patients who asked 

* questions received confirmation ot tneir present 
practices from the investigator. It is not likely that 
answering questions biased results in favor of the 
educated group, for the majority of time discus- 
sing problems was speiu with patients in the con- 
trol group. 

The important result of this study is the de- 
creased emergency r^om utilization by the group 
discussion participanxs as contrasted with the con- 
trol group. Without specifically discoutaging.tbe 
use of the emergency room, significantly smaller 
numbers of asthmatics in the experimental group 
were treated in the emergency room for at least 
five weeks after the education^ session. At the end 
of the four months, 16 of 26 control group mem- 
bers had been treated in the emergency room, 
com|Jared with only 9, to 26 patients in the experi- 
mental group. One would expect on the basis of 
the previous experience of these asthmati^3, that at 
the end of an extended period of time a high 
proportion of both groups would have returned to 
the" emergency room. A difference, however, per 
sists for the four-mqiBth period of this study. The 
potential of periodic educational sessions to main 
a disparity for a longer period of 'dme should 
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be considered. Of greater concern from a cost- 
benefit standpoint is the effect not on number of^ 
patients but on the cumulative total number oftiy 
Its to the ejnergency room for asthma treatment. 
The control group dujring the four months of this 
study had at least twice as many visits as the ex- 
ptriifienul group at all but the seventh week when 
the ratio was ujjly slightly less than 2 to 1. The ab- 
solute difference in the number of visits betvi^n 
the experimental and control groups increased 
fronl 13 visits at 5 weeks, to 55 visits at 4 months. 

TTie most conservative ass'umpuon one might 
make in extrapolating from these results would be 
thai the difference (the reduction in emergency 
room viisiis) disappears after four months. In fact, 
the lines in Figure 2 appear to be diverging father 
than converging, but a' mimnjal estimate of impaa 
is possible without making assumptions beyond the 
existing data. Taking the reduction of 55 vbits for 
26 patients', or approximaiely 2 visits j>er patient,% 
as the most that should be expected of a single 
educational program, and 5 patients as the optimal 
number for each group discussion, some specific 
cost- benefit ratios czn be derived and geheralized. 

An emergency room visit at the time cost $20. 
Whether this amount was charged to the patient, 
/ to Medicaid, op-to another insurance carrier, each 
patient visit tb the hospital emergency room costs 
the medical care system an average of approxi- 
mately $20. The educational prograjn, consisting 
of one group discussion-decision meeting for at 
least five patients^ results in at least ten visits fewer 
than would be^expect^d of the same asthmatic pa- 
tients receiving the standard emergency-room 
treatment of minimal education. Thus a savings of 
$200 in return visits accrues for each educational 
session.* At a maximum cost of $^0 per discussion 
session, the cost/benefit ratio would be at least 
1:5. 

All "of the above assumptions, however, are con- 
servative. It is likely that the inipact of the pro- 
gram on the continued reduction of emergency 
room visits does not disappear after four months. 
It appears^ in fact, that the early success of ex- 
perimental patients in coping with'their symptoms 
reinforces their confidence and further reduces 
their need to depend or\ the hospital emergency 
room for help. The number of patients that can be 
adequately educated in a discussion session may be 
as many as ten or fifteen rather than only five. Lay 
volunteers with minimal training may be as effec- 
tive as a professional io le^ing the discussion 
groups, thus reducing the cost component The 
$20 savings per emergency visit prevented does 
not take irtto account the associated savings to the 
patieru of transportation to the hospital, time lost 
from work, and .the general benefits of security 
and comfort in being able to cope with symptoms 
and to avoid severe attacks. 
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- ^ The following National Center for'Health Serv- 
ices Research publications are of interest eo.the 

i health conxniunityr Copies are available on request 
to NCHSR, Office of Sdentific and Technical In- 
formation, 3700 £a5t-Wes^ Highway, Room 7-44, 
HyattsviUe;. MD 20782 (tel.: 301/436-8970). Mail 
requests wll be facilitated Jjy enclosure iof a self- 

^ adhesive mailijig label. Note: numbe^:s in par- 
entheses are order numl^rs for the National 
Technical Information Service, Springfield, VA 
.22161, (teL:.^03/557-4656)/ 

Research Management 

^ The Researcht ^anag'm^ SerUs describes pro- 
grammatic rather than technical aspects pf the 
NCHSR research effort. Information b preseffted 
on the NCHSR- goaJs» research objectives, and 
priorities, in addition, this series con^ils adminis- 
trative information on funding> lists of^grants and^ 
contracts, and special ptograihs. Pubjnauons in 
this series are intended to bring' basic Information 
on NCHSR and its programs tb researc|i^lanners, 
administrators, and others who are^in\6lYed with 
the allocation of research resources. • 
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* j(Hm) 77-3158 Summary of Grants airtfcontrEif^ A^e'june 
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searcn fleets (Active as of Juft 30, 1976) (P& 264 407} 

{HRA}77<-31^ Research on the Priority Issues bf the t^ationaf 
Center for Health Services Research, Grants and Contracts Ap* 
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Policy Research . 

The Policy Research' Series described flndings 
from the research program of major significance 
for.j>olicy issues of tiic dioment, Thejsc papers arc 
prepared by members of the staff of NCHSR or by 
" indepehdent inv^gatbrs.^The series is intended 
sp^ifically t6 infontt thosc^a the public dnd pri- 
vate seetors who must ponsid^^ design^' and im- 
j)1ement polldes aff«:ting the delivery of health ' 
$erviGei. - ' 
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Rese^hpigests 

The Re^drch Digest Series >^xoindts overviews, of 
significam research, supported by NCHSR* The 
series describes either ongoing or completed proj- 
ects direaed toward high priority^ health ser^« 
problems. Digests are prepared by the principal 
investigators performing the research, in collab- 
oration with N(3HSR staff, ITie series is intended 
for an interdisdplinary audience of health services 
planners, administrators, legislators^ tnd others 
•who make decisions on r^earch applications* 

(KHA) 76-3144 Evaluation of a Medical fnformatSon System in a 
CocnnKtficty Kospttal (P8 264 353} 

0^1^) 76-31 45^mputer-Slored Ambolalofy Retyord (CX)S- 
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(HRX) 77-3166 Foreign Medical Graduates: A Comparative 
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(HRA) 77^177 Automatioo of the ProblenvOrtonted Med^ 
-Record ^ ^ * 

(HRA) 77*^171 Analysis of Physician Price and Oitput Deci- 
sions ^ ' ' t . 

(HRA) 77-3172 Systems of Reimbursement for ljong*Term 
Care (In preparation) 
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VhrA) 77-^fdO Delhr6fino> Health Care to^ Children. The Ef- 
fects in Two Stat^ of Fo(|y Years of F^eral Policy 



ReMardh Reports 

Tixt Research ftepori Series pitmdes significant re- 
search reports in thdr entirety upon the complp- 
tion of tJie project* Research Reports are de- 
veloped by the principal investigators who a>n- 



ducted the research, and arc dhrected to seleaed 
users of health services research as i»rt of a con- 
^miin^ NCHSR effon to expedite the dissemina 
tTon of new knowl^ge resulting from its projea 
support. ^ 

(HHA) 76-^43 Computer -8a9ed Fatiem Uonftf>nng Systems 
ipQ 2BS 1^06} 

_(HRA> 77-3152^ How Lawyers Handle Medical Malpractice 
Cases (HRP00t4313) 

(HRA) 77-3159 Art AoaJysis of the Southern CaBfomia Artitra- 
tJonPrcject January 1968 through June 1975 (HRP 0gi2466) 

tflRA) 77^te, Statutory Provisions foe Bincnng Artxtralion o( 
Medfeal Malprac^ Cases (PB 264 409) 

^RA) 77-3194 1960 and 1970 Hi^anlc Popul^on of the 
Southwe^ by County 

(HRA) 77-31 88 Demor^stratiQn and E vafc^ttion of a Total Hosp^ 
. tai information System (m preparation) 

(HRA) 77^1^9 Dnjg Coverage under National Health Insur- 
ance: The PoBcy Options 

THRA> 77-3191 Dif&sfen of TedmologJcaJ Innovation in Hospi- 
tals: A Case Study of NucSear Me<^ne preparation} 

Research Pro^edlngs 

The Bjtseorsh Troceedings Series extends the avail- 
ainlity of rfew r^earch announced at conferences, 
sjrmposia and seminm? sponsored or supported by 
NCHSR. In addition to the papers presented at 
key meeting, publications in this series include 
discussions and responses whenever possible^Thc 
seri^ helps meet the information needs oi health 
services ph>viders an^others who require direct 
aores^ to concepts and ideas evolving from the ex- 
change of research results. ' - 

(BHA) 77f-313r^omeri and Their Heat^: Research Impiica* ' 
flons fof*it^w ^ (PB 264 359) 

I^W) 7M^&^lntennountaln Medical Malpractice (PB 268. 

(HR;^ 77-3154 Advances h Heafth Swvey Research Methods 

(HRA) 77-3186 International cinference' on Dmg and Phar- 
maceutical Sen^s Reimbursement 



sununanes prepared by the inv^tigators near the 
completion of the project. Specific findings are 
highlighted in a more condse form than in the 
final report. The series is intended for health serv- 
ices administrators, plaimers, and other research 
users nho require recent findings relevant to im^ 
mediate problems in health services, ^ — * 

(HRA) 77-3162 Sunmsy of Recent Studto iri Health Services 
Research (PB ^ 460) 

(HRA) 77-3176 Quafity of UwSc^ Care Aas^sment Using Ouk 
come Measures (ki pref^aratSon) 

(HRA) 77-3178 AJgorithms to Train, Support, and Evaluate 
TaramecScs (W preparation) 

NCHSR Program Soltettations 

fHRA) 77-3180 NCHSR Grant SoTicjeatJon, Health Services Pol- 
icy Analysis Center 



Reaeardi Summaries 

TbeResearch Simmary Series provides rapid acxess 
to significant results .of NCHSR-supported re- 
seardi projects, ITie series presents executive 
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